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FIELD HEARING ON REAUTHORIZATION OF
THE TECHNOLOGY-RELATED ASSISTANCE
FOR INDIVIDUALS WITH DISABILITIES ACT
OF 1988

MONDAY, APRIL 19, 1993

House oF REPRESENTATIVES,
SuBCOMMITTEE ON SELECT EDUCATION AND CiviL RIGHTS,
COMMITTEE ON EDUCATION AND LABOR,
Richmond, VA.

The subcommittee met, pursuant to notice, at 10:03 a.m., Senate
Room B, General Assembly Building, Virginia State Capital, Rich-
mond, Virginia, Hon. Major R. Owens, Chairman, presiding.

Members present: Representatives Owens and Scott.

Staff present: Maria Cuprill, Wanser Green, Paul Seltman, Alan
Lovesee, and Sally Lovejoy.

Chairman OwegeNs. The hearing of the Subcommittee on Select
Education and Civil Rights is now in session. It is my pleasure to
yield to Congressman Bobby Scott.

Mr. Scorr. Thank you, Mr. Chairman, and it is certainly a pleas-
ure to welcome you to Richmond.

It is indeed a pleasure to host the Subcommittee on Select Educa-
tion and Civil Rights in the Third Congressional District and par-
ticularly a pleasure to call the meeting in a room that I worked in
for the last 15 years.

It wag in this very room, with the Rehabilitation and Social Serv-
ices Committee, that many of us fought battles necessary to pass
the Virginians with Disabilities Act, a statute which addresses
many of the same issues that the Americans with Disabilities Act
addresses.

1 have a particular interest in the topic today, the reauthoriza-
tion of the Technology-Related Assistance for Individuals with Dis-
abilities Act.

Throughout my terms in the Virginia legislature, 1 worked to
remove barriers to employment, and as I worked with many of the
people in the room today to pass the Virginians with Disabilities
Act, I learned that a small intervention can make a big difference.

In fact, 80 percent of the people with disabilities can work with
accommodations, and those accommeodations, in most circum-
stances, cost less than $500.

Mr. Chairman, I am interested in hearing the witnesses’ ideas re-
garding approaches for making more people with disabilities aware
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of the services available both within their State and from the Fed-
eral Government to assist them.

I am also interested in recommendations of other technology-re-
lated services that States and the Federal Government need to pro-
vide to the disabled.

Mr. Chairman, I want to acknowledge one of the witnesses today.
Kenneth Knorr is the director of the Virginia Assistive Technology
System. It is a pleasure to be able to share Virginia's successes
with this forum.

First, Mr. Chairman, I would like to yield very briefly to the
Deputy Secretary of Health and Human Services, who will be wel-
coming us on behalf of the administration, Bobby Vassar.

Mr. Vassar. Thank you, Congressman Scott, Mr. Chairman. It is
a great pleasure for me this morning to welcome the select subcom-
mittee on behalf of Governor Wilder and Secretary of Health and
Human Resources Howard Collum.

We are very proud in Virginia to be a part of the select subcom-
mittee’s work, and we hope that, through our efforts, we can con-
tribute to bringing about the productive enhancement to the lives
of individuals with disabilities that we think the assistive technolo-
gy momentum and effort has the potential for doing.

We hope that your stay here is both pleasant and productive,
and if there is anything that we can do to assist, please don’t hesi-
tate to call on us, and we will be happy to provide any assistance
we can.

Again, welcome.

Mr. Scott. Thank you, Mr. Vassar.

Mr. Chairman, thank you very much.

Chairman QOwens. Thank you very much, Mr. Secretary and Con-
gressman Scott. We thank you very much for these very comforta-
ble accommodations. We know that whenever it’s related to Virgin-
ia, it will be high-quality.

I want to congratulate you, also, for sending a high-quality con-
gressman, Bobby Scott, to Washington.

This is the first in a series of hearings regarding the reauthoriza-
tion of the Technology-Related Assistance for Individuals with Dis-
abilities Act of 1988.

This law serves as a catalyst for systems change, encouraging
States to survey policies and procedures that facilitate or impede
the availability or provision of assistive technology devices and
services.

Today, we will examine the progress made toward achieving im-
plementation of statewide consumer-responsive programs. We will
also look at models which enhance consumer independence and aid
designated State agencies in effectuating systems change.

Currently, there are 42 State programs funded under this Act.
These programs have developed 1nnovative ways to empower con-
sumers by providing them with knowledge about the latest services
and technology available.

In some States, consumers can dial a toll-free number and obtain
information about the devices they need: who manufactures the de-
vices, who sells them and services them, and how to obtain funds to
purchase these devices.
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In addition, a number of consumers have been trained to make
other consumers aware of the State’s program services.

The Technology Act is a vital complement to the Americans with
Disabilities Act. By working with individuals with disabilities to
permanently improve their access to assistive devices and services,
the Technology Act enables them to maximize their contributions
to our Nation's workforce.

I want to thank Mr. Scott again for inviting the subcommittee
here to Virginia to hold these hearings. The hearing process would
not be complete without the input of those who are most affected
at the local and State levels. We look forward to hearing their tes-
timony this morning outlining their experiences and recommenda-
tions.

[The prepared statement of Hon. Major R. Owens follows:]

STaTEMENT OF Hon. MaJor B, OwEeNs, A BEPRESENTATIVE 1IN CONGRESS FROM THE
StaTE oF NEw YORK

This is the first in a series of hearings regarding the reauthorization of the “Tech-
nology-Related Assistance for Individuals with Disabilities Act of 1988." This law
serves as a catalyst for systems change, encouraging States to survey policies and
procedures that facilitate or impede the availability or provision of assistive technol-
ogy devices and services. Today, we will examine the progress made toward achiev-
ing implementation of statewide consumer-responsive programs. We will also look at
models which enhance consumer independence and aid designated State agencies in
effectuating systems change.

Currently, there are 42 State programs funded under this Act. These programs
have developed innovative ways to empower consumers by providing them with
knowledge about the latest services and technol available. In some States, con-
sumers can dial a toll-free number and obtain information about the devices they
need; who manufactures, sells, and services them; and how to obtain funds to pur-
chase them. In addition, a number of consumers have been trained to make other
consumers aware of the State’s program services.

The Technology Act is a vital complement to “The Americans with Disabilities
Act” By working with individuals with disabilities to permanently improve their
access to assistive devices and services, the Technology Act enables them to maxi-
mize their contributions to our Nation's workforce.

{ want to thank Mr. Scott for inviting the subcommittee to Virginia to hold this
hearing. The hearing process would not be complete without the input of those most
affected at the local and State levels. We look forward to hearing their testimony
outlining their experiences and recommendations.

I would also like to take this opportunity to extend a special welcome to Anasta-
sia Somoza, a very special friend of President Clinton’s.

Chairman OweNs. [ would also like to take this opportunity to

extend a special welcome to Anastasia Somoza, a very special
friend of President Clinton.

STATEMENTS OF MARY SOMOZA AND ANASTASIA SOMOZA, NEW
YORK, NEW YORK

Ms. ANasTasiaA SoMoza. My name is Anastasia Somoza, and I am
9 years old. I live in New York City and go to school at PS 234 in
Manhattan. I am in a third grade class in general education. I have
a paraprofessional at school to assist me.

I have cerebral palsy and use a wheelchair. I also have a walker
and a stander. I use a computer to help me with schoolwork and
sg}eirial’l1 software. I wear braces on my legs to help me keep them
straight.
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I like being in a regular class, because I now have lots of friends.
As my friends live nearby, they come to my house for play dates
and even sleep-overs.

At my old school, my friends lived too far away, and they never
came for play dates. We could not go to their house either, because
we did not have a car. All the kids at my old school were disabled,
and it was hard for their parents to bring them to my house.

My best friend at school is called Natalie. She is not disabled.
She helps me with lots of things, and she plays with me at recess
time. I am the only one in my class who cannot walk, but that’s
okay. My friends push me around.

I have a twin sister who goes to the same school, but she is in a
special class. She uses a computer to talk and a different computer
to do her studies. She also uses a wheelchair and a stander. She is
very, very smart, and I hope she can soon be in a regular class just
like me.

Thank you.

[The prepared statement of Anastasia Somoza follows.]

STATEMENT OF ANASTASIA SoMozA, NEw York, NEw YoRk

My name is Anastasia Somoza and I am 9 years old. I live in New York City and
go to school at PS 234 in Manhattan. I am in a third grade class mn general educa-
tion. I have a paraprofessional at school to assist me.

I have cerebral palsy and use a wheelchair. 1 alsc have a walker and a stander. 1
use a commputer to help me with schoolwork and special software. 1 wear braces on
my legs to help keep them straight.

I like being in a regular class because I now have lots of friends. As my friends
live nearby, they come over to my house for play dates and even sleep-overs. At my
old school, my friends lived too far away and they never came for play dates. We
couid not go to their house either, because we do not have a car. All the kids at my
gld school were disabled and it was hard for their parents to bring them to my

ouse,

My best friend at school is called Natalie. She is not disabled. She helps me with
lots of things, and she plays with me at recess time. I am the only one in my class
who cannot walk but that’s okay. My friends push me around.

I have a twin sister who goes to the same school, but she is in a special class. She
uses a computer to talk, and a different computer to do her studies. She also uses a
wheelchair and a stander. She is very very smart and I hope she can soon be in a
regular class just like me. Thank you.

Chairman QweNs. Thank you, Anastasia.

Now we will hear from Mrs. Mary Somoza, the mother of Anas-
tasia.

Mrs. MARY SoMoza. Good morning. My name is Mary Somoza,
and I am the mother of four children: my son, Oliver, is 10 years
old; my twin daughters, Alba and Anastasia, are 9; and Gabriella,
my youngest, is 5 years old.

My twin daughters are both disabled with cerebral palsy. Both
girls are quadriplegics and use wheelchairs. Alba is more signifi-
cantly involved than her sister. She cannot walk or use her hands.

My experience in obtaining assistive technology has been, to say
the least, stressful. When my children were born, we had no medi-
cal insurance and initially had to pay for all their health-care
needs until we were bankrupted.

It was then that we became eligible for medicaid, but the medic-
aid for the twins, through SSI, and the rest of the family were and
remain uninsured. Due to the requirements of medicaid for us to
remain low-income, we still are uninsured today.
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In the early 1980s, acquiring technology through medicaid was a
long procedure, and often by the time we would receive equipment,
the child would have outgrown it. This is something that, for me as
a parent, was the most terrible part of fighting for the technology.

We would go through all the paperwork, the hospitals find the
technology that we need. A lot OF times parents do not understand
how to go about that and we rely on therapists who recommend it.

Then, by the time the paperwork goes through the system and by
the time the system approves it and it comes back to us maybe a
year or two or three years have gone by and the child has com-
pletely outgrown the technology.

This is still very common to%lys;y in New York State, and it is very
wasteful of State and Federal dollars.

I have many times received equipment that simply was not ap-
propriate for my children, and I had no alternative but to keep it.
This is what would happen when therapists ordered equipment for
us without the possibility of trying it beforehand.

The therapists often would just see it in a catalog, assume it was
the best thing for our children and order it, and by the time it
came through and we had waited months and months to get it,
they would fhgure out that it did not work for our children; but, we
had to stay with the equipment and then try to apply for more
equipment.

I felt very guilty about this waste of money. Invariably, I would
then donate this equipment to one of the children’s programs at-
tended by my children.

One of the great problems about getting technology from medic-
aid is the very long wait from time of ordering to delivery. With
growing children, this is a problem. It is also very frustrating for
families when, after waiting many months for equipment, they find
that it is either not right or too small.

Many times, in desperation, we were obliged to buy equipment
urgently needed for our children because they could not aﬁgrd to
wait.

We, in turn, could not afford this equipment and had to go with-
out other essentials in order to provide our children with what
they needed so they could have it when they needed it.

Our first large expensive piece of equipment was a Light Talker
communication device for Alba, Anastasia’s twin sister. We applied
to medicaid for this equipment, and we were turned down twice.
We finally went to an impartial hearing and won the case.

However, even though we won, it took us 3 years, and that was 3
years of wasted time for my child, not to mention for me. I practi-
cally had to study the laws of the State to try to get my child’s
‘ldegal!l rights, and I think it is very unfair that we parents have to

o that.

We have enough work just trying to raise our children without
having to become experts in every aspect of State policy in order to
obtain all the services our children require.

As a parent advocate in New York City, I have been successful,
personally, in getting equipment for my children.

In New York City, for example, there are many, many families
who do not have the abilities, nor the time nor the knowledge to go
out and advocate for their children. Consequently, they do not get
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the technology that we get. I spend 70 percent of my time trying to
get these things for my children.

Most families cannot do that, and they really should not. That
time we should be able to spend with our children, bringing up our
children, which is hard enough, in the best of times, without
having to fight for all the technology.

Wheelchairs are an area of great dilemma for me. With two
growing children, unless their chairs can be provided in a timely
fashion, it is very damaging both to the children and ultimately to
the State.

My girls require custom-made inserts for the wheelchairs. This is
a very costly device. By the time they are measured, the inserts
and 1t-ly-;e chairs ordered by a hospital, approved by medicaid, and fi-
nally constructed by the vendor, my child has outgrown it.

Sometimes approvals take from 6 to 8 months, and yet, in New
York State, procedures oblige medicaid to make a decision on dura-
ble medical equipment in 21 days. Most hospitals are unaware of
this, and it is rarely implemented.

The other method of funding we have used for assistive technolo-
%1 is the Individual Education Plan in the public school system.

is is for equipment that the child requires in the classroom to
assist them in getting an appropriate education.

The Committee on Special Education sets up a review process
which is very stressful fgﬁc parents. More often than not, even when
a prescription is provided for equipment, they make some excuse
not to put it on the IEP.

Parents are totally overwhelmed and not knowledgeable of their
children’s rights. Every piece of equipment I have obtained for my
children via their IEPs has been a battle for me.

I have always had to bring my Susan Goodman letter from the
U.S. Department of Education to prove to them that this was my
right, and that is how I got the equipment, because I said you have
to give it to me. Most parents do not know that, so most parents do
not get that.

The parent advocate system presently in place in New York is
absolutely useless. The parent advocate has no access to the child’s
fﬂe before the meeting and, consequently, can give no oral input to
the case.

I was a parent advocate, and I was trained by Advocates for Chil-
dren in New York. I volunteered my time, my personal time, which
I had very little of, to the school system to advocate, because I
speak several languages, for Hispanic families and Haitian families
who do not speak English and have a hard time fighting the
system:.

My school district never called me. One time a parent called me
and said I am glad you are my advocate tomorrow morning. My
name was on her paperwork. Nobody had informed me about it,
and she would have gone to that meeting, and the school system
would have said, oh, the advocate did not show up. So, they were
using my name, but they never ever informed me.

So, the parent advocate system presently in the public school
system in New York City does not work. They are generally
rubber-stamp members of the team working in partnership with
the CSE. I have always had more access woriing with outside non-
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pronit advocates who are working on my side and not the Commit-
tee on Special Education.

I feel that parents are not properly informed of their rights or
even of what is available out there to assist their children.

I won a TRAID project scholarship in October 1992 to go to the
Closing the Gap conference in Minnesota. I was astounded by the
wealth of information out there available on technology that would
have been of enormous assistance to my chiidren.

I brought back as much literature as I could carry, and I distrib-
uted to all the parents I knew, the school systems, and the agen-
cies.

I also went in the following week to a review process with my
children with the list of technology--that has not made me the
most favorite person in New York—and I've probably got the most
extensive list of technology on my twins' IEP in the State of New
York, but because | was an informed parent, only for that reason.
It was equipment that had long been overdue and that my children
desperately needed, and because I went to that conference, I found
out it was out there and it was available. I went in with my Susan
Goodman letter and I said you have got to give me this stuff.

They gave it to me, but unfortunately, that is not the case for
most parents.

Knowing the TRAID project operates a toll-free number in our
State that we can call for information is of tremendous importance
to parents. Receiving information through mailings, visiting the
Regional Technology Center in New York City for information and
guidance is a terrific asset to parents.

Also, in New York City—I can only speak about what I know-—
they have equipment that parents can go and look at and even t
out before ordering the equipment, or if they do not have it actual-
ly onsite, we can look at it on a video tape or find out various dif-
ferent types of information.

A lot of times, unfortunately, therapists and people in hospitals
work in collusion with certain people. I am sure there are wonder-
ful people out there, but sometimes equipment is ordered for our
children because the therapist has a good relationship with the
vendor, and that does not help my child. So, it is terrific that par-
ents like myself, who have an idea now, after several years in the
system, can go to a TRAID center where all that technology is on
display, or go to a conference, look at it, try it out on our children
before we go ahead. We can see what is best for our children, and
we can be informed and knowledgeable in helping to choose equip-
ment, very expensive equipment, taxpa{;er-dollar equipment.

We do not want to be wasteful with that, and this makes us more
knowledgeable.

One of the great things about the TRAID project in New York is
their new trade-in program. Many times, when my children out-
gki;OW equipment, I have wondered what to do with it, and now 1

ow.

It is also a great resource for parents who do not have medicaid
and yet cannot afford expensive equipment to get things they need
quickly, cheaply, and without cost.

Right now, one of the fabulous pieces of equipment that I got on
that IEP was a communication device for my child who cannot
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speak, and I have another one at home which she had outgrown. It
is a very expensive piece of equipment, and it will be valuable to
some child or some adult.

I can now donate that piece of equipment to the TRAID project.
Somewhere out there in New York, there will be a child or an
adult who can use it and who cannot afford it, and it would go to
that person.

That is terrific for us, because believe it or not, we are not waste-
ful with the State’s money. We want it to go back, because we
know how hard it is to get in the first place.

There is a need for parents to be taught how to advocate for
themselves. I had to do it the hard way, through trial and error,
Now I know where to go for assistance from advocates, but most
parents do not.

One of the things that always bothers me about the system is
that so many parents out there, so many parents in neighborhoods,
Earticularly in New York, that ] am knowledgeable of, just do not

now, If only they had that extra training, a little bit of help to
empower them like I have become empowered—they want to do
the best for their children—they could %0 out. They need to know,
they need to learn, they need training. They need to know what is
available,

I became a parent advocate because I was so mad. I could get
things because I was empowering myself but then I saw all the
other families who just could not do it.

The system is so complicated that, short of becoming a lawyer,
many families cannot navigate it.

Just recently, I organized a meeting with the principal of my
child's school. Because of all the publicity that my daughter re-
ceived when she met with the President at the White House, we
were getting very, very hostile reactions from my children’s school.

Chairman OweNS. You were getting hostile reactions?

Mrs. MarY SoMoza. Very hostile reactions, very hostile. On this
piece of very expensive assistive technology that you see before you
today, they carved PS 234 with a knife.

I mean we are trying to teach our children not to use graffiti,
and here is the school system, on this enormously expensive piece
of equipment, carving with a knife PS 234, because I had it written
on my child’s Individual Education Plan that she could bring it
home from school to do her homework. It was almost like they
were saying this is not yours, just in case you were thinking of
stealing it or something of that nature. This was not necessary.

If they stamp the New York City Board of Education on it, that’s
fine, I have no problem with that, but to carve it on with a knife is
absolutely not appropriate.

My children go to school ev day, and the obstacles, questions,
things that were happening at the school were amazing.

The White House called three times, and I told the person, the
secretary, exactly what was happening. There will be intervention.

I cannot talk about it right now, but something very nice is going
to happen which will be beneficial to our State. Because of all that
publicity, I organized a meeting with the principal of the school to
calm things down, to bring things back to a normal way of work-
ing. I found out 2 days before I went to the meeting that they were
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going to bring in district administrators, the big guns, to gang up
on me. So, I called Advocates for Children and I said I cannot go in
there alone, because they are going to demolish me.

So, they sent in an advocate. The advocate, who for many years
has been fighting for the rights of children in special education,
was astonished at the level of hostility towards me in that room.

She said to me, in her own words, that had she not been present
at the meeting and 1 had related it to her, she would not have he-
lieved me. This happens on a day-to-day basis. Parents are intimi-
dated. They bring in teams of experts against us, and parents end
up not getting their rights.

I was fortunate enough to be able to go in that day with an advo-
cate, but this is what parents face every single day. Like the advo-
cate said, in her own words, had she not been there, present, she
would not have believed me about what happened.

The Technology Act has been of maximum importance to my
family. It has given my children the chance to be really integrated
in the community, attend school, and lead a normal life, like their
brother and sister, who you saw in the photographs.

With the use of assistive technology, my children will have an
equal chance to get an education and go on to take their place in
the workforce. The Technology Act has given us the tools to assist
our children in sharing in the American dream. We have the law
on our side now to ensure that we get that fair chance.

I would like to thank you on behalf of my family and all the
other families, particularly all the other families who cannot be
here today. As you can see, we have a young advocate in training
here today. I think she is going to be far more effective, as has al-
ready been proven.

I sincerely hope that when she grows up she will not have to
fight as hard for her rights as we have to fight nowadays. I thank
you all for allowing us to testify today.

Thank you.

[The prepared statement of Mary Somoza follows.]

STATEMENT OF MaRY SoMo0za, NEw YOrE, NEw YORK

My name is Mary Somoza and [ am the mother of four children. My son Oliver is

10 years oid, my twin daughters, Alba and Anastasia, are 9 and Gabriella, my

oungest, is 5 years oid. My twin daughters are both disabled with cerebral palsy.

th girls are quadriplegics and use wheelchairs. Alba is more significantly involved
than her sister, she cannot talk or use her hands.

My experience in obtaining assistive technology has been, to say the least, strese-
ful. When my children were born, we had no medical insurance and initially had tc

ay for all their health needs until we became bankrupt. It was then that we
gecame eligible for medicaid, just for the twins, through SSI, and the rest of the
family remain uninsured. Due to the requirements of medicaid for us to remain low
income, we are still uninsured todaﬁ.

In the early 1980s, acquiring technology through medicaid was a long procedure,
and often by the time we would recejve the equipment, the child would have out-
grown it. I have many times received equipment that simply was not appropriate
for my children, and | had no alternative but to keep it. This is what would happen
when therapists ordered equipment for us without the possibility of trying it before-
hand, Invariably I would then donate this equipment to one of the children's pro-
grams attended by my children.

One of the great problems about getting technology from medicaid was the very
long wait frotn time of ordering to delivery. With growing children this is a prob-
lem, it is also very frUStratini for families after waiting many months for equip-
ment to come, to find that either it i3 not the right thing or it is too small. Many
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times in desperation we would be obliged to buy equipinent urgently needed for our
children because they could not afford to wait. We in turn could not afford this
equipment and had to go without other essentials in order to provide our children
with what they needed 30 they could have it when they needed it.

Qur first large expensive piece of equipment was a Light Talker communication
device for Alba. We applied to medicaid for this equipment and were turned down
twice. We finally went to an impartial hearing and won the case. However, even
though we won, it took us 3 years and that was a lot of wasted time for my child;
not t0 mention me, I practically had to study the laws of the State to try to get my
child’s legal rights, and [ think it is very unfair that we parents have to do that. We
have enough work just trying to raise our children without having to become ex-
perts in every aspect of State policy in order to obtain all the services our children
require.

Wheelchairs are an area of great dilemma for me. With two growing children,
unless their chairs can be provided in a timely fashion, it is very damaging both to
the children and ultimately to the State. My girls require custorm-made inserts for
their wheelchairs. This is a very costly device. By the time they are measured, the
inserts and the chairs ordered by a hospital, approved by medicaid and finally con-
structed by the vendor—my child has outgrown it. Sometimes approvals take f)r"om 6
to 8 months and yet in New York State procedures oblige medicaid t0 make a deci-
sion on durable medical equipment in 21 days. Most hospitals are unaware of this,
and it is rarely implemented.

The other method of funding we have used for assistive technology is the Individ-
ual Education Plan in the public school system. This is for equipment that the child
requires in the classroom to assist them to get an appropriate education. The Com-
mittee on Special Education sets up a review process which is very stressful for par-
ents. More often than not, even when a prescription is provided for equipment, they
make some excuse not to put it on the [EP.

Parents are totally overwhelmed and not knowledgeable of their children’s rights.
Every piece of equipment | have obtained for my children via their IEPs has been a
battle for me. | have always had to bring my Susan Goodman letter from the U.S.
Department of Education to “prove to them” that this was my right.

e parent advocate system presently in place in New York is useless. The parent
advocate has no access to the child’s file before the meeting and consequentliy can
give no real input to the case.

Thei are generally “rubber-stamp’’ members of the team, working in partnership
with the CSE. I have always had more success working with outside not-for-profit
advocates who are working on my side—not the CSE's. I feel that parents are not
properly informed of their rights or even of what is available out there to assist
their children. [ won a TRAID Project scholarship in October of 1992 to go to the
“Closing the Gap” conference in Minnesota. I was astounded by the wealth of infor-
mation available there on technology that would be of enormous assistance to m
children. I brought back as much literature as I could carry and distributed it to all
the parents | knew, achool systems and agencies.

Knowing the TRAID Project operates a toll-free number in our State that we can
call for information i3 of tremendous importance to parents. Receiving information
through mailings, visiting the regional technology center in New York City for in-
formation and guidance is a terrific asset for us parents.

One of the great things about the TRAID g?oject in New York is their new
TRAID-IN Program. Many times when my children outgrow equipment, 1 have won-
dered what to do with it. Now | know. It is also a great resource for parents who
don’t have medicaid and yet can't afford expensive equipment to get things they
need quickly, cheaply, and without cost.

There is a need for parents to be taught how t0 advocate for themselves. I had to
do it the hard way, through trial and error. Now | know where to go for assistance
from advocates, but most parents do not. The system is so complicated that short of
becoming a lawyer, not man{y families can navigate it. Just recently, I organized a
meeting with the principal of my child’s school. [ went to the meeting with an advo-
cate and am sincerely grateful that I did. The TRAID Project was instrumental in
arranging for my daughter Anastasia to meet with President Clinton at the Chil-
dren’s Town Meeting 1n Washin%‘lton, DC. Due to the publicity that my Anastasia
received after this meeting, the hostility leveled at me by the school made things
very difficult. Afterwards, the advocate told me that had I related to her what hap-
pened at the meeting, the anger and hostility towards me in that room, she would
not have believed me and would have considered me to be exaggerating.

The Technology Act has been of maximum importance to my family. It has given
my children the chance to be reslly integrated in the community, attend school and
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lend a normal life like their brother and sister. With the use of assistive technology,
my children will have an equal chance to get an education and go on to take their
place in the workforce. The Technology Act has given us the tools to assist our chil-
dren in sharing in the American dream. We have the law on our side now to ensure
that we have that fair chance. [ would like to thank you on behalf of my family and
ull the other families who cannot be here today for extending this Oﬂportunity to
our loved ones. As you can see, | have a young advocate in training with me today. 1
sincerelﬂ hope that as she grows she will not have to fight as hard as 1 have to
obtain the things in life that are her right.
Respectfuily submitted.

To whom it may concern:

Member of United Cerebral Palsey’s Steering Council from 1985 to 1990,

Member of Manhattan Borough President’s Advisory Committee for the Disabled
iwith Mr. David Dinkins as Borough President) from March 1989 to January 1990.

Member of Manhattan Borough President’s Advisory Committee for the Disabled
tRuth Messinger as Borough President) from March 1990 to October 1992

Elected Co-chair of Borough President's Committee September 1990,

Member of Subcommittee on Special Education of above committee.

In April 1990 1 completed a training course with Advocates for Children to
hecome a Parent Advocate at the Committee on Special Education.

I have worked with other parents in the public school system for the last few
years (1989 to present) to implement sensitivity training as part of teacher educa-
tion and curriculum.

Member of District 2 in Manhattan Special Education Parents Group.

Between March 1990 and July 1990 { completed a training session run by the De-
velopmental Disabilities Planning Council (DDPC) in Albany to familiarize parents
with the legisiative process.

The DDPC appointed me Contact Person in New York City, and the NYC parents
went on to form PACT (Parent Advocates Come Together) of which I became Chair.

PACT worked intensively on Family Support issues and worked with parents
across the State to encourage the Governor to sign the Family Support Bill. This
bill was signed into law in 1992

In October 1990, 1 was invited by the U.S. Commissioner of Developmental Dis-
abilities (Deborah McFadden) to Georgetown University in Washington, DC, as New
York State Parent representative. I spoke about what NYS parents were doing to
implement Family Support issues in our State.

Nineteen eighty six to present—volunteer on Westside Montessori School's Admis-
sions Team.

Member of HRA’s District Advisory Committee from 1987 to 1990.

Appointed by Governor Cuomo on October 8, 1991 as an Advisory to the Office of
Mental Retardation and Developmental Disabilities. The term is for three years.

Member of Mayor Dinkins Advisory Committee for People with Disabilities.

Subcommittee member of Special Education Team about committee.

May 4, 1991—Speaker at United Cerebral Palsey’s Nation Conference in Denver.

May 22, 1991 —Testified before the United States House Subcommittee on Select
Education and Civil Rights on behalf of UCPA at a hearing on the reauthorization
of the Children with Disabilities Temporary Care Act.

I became a member of Lincoln Center’s Advisory Board for the Disabled in 1990
and continue to be a member.

In September 1991 1 was invited by the U.S. Commissioner for Developmental Dis-
abilities to review Federal Grants in Washington, DC for a week.

1n October 1991, 1 was the keynote speaker at UCP's annual conference in New
dersey. Topic of discussion—Parent Advocacy.

June 1992—Appointed by Governor Cuomo to the State Interagency Advisory
Council for Early Intervention.

September 1992 Spesker at UCP’s “education goung fundraisers.”

May 1992 Screening of the documentary “A Day at a Time” (a one hour docu-
mentary about my family—educational—what life is like in families with a disabled
child or children).

October 1992—Won a grant from the NYS TRAID Project to go to “Closing the
Gap” Conference in Minnesota.

ovember 1992—8peaker at UCP’s fundraiser breakfast for the Beauty Industry.

November 1992—Speaker at UCP’s Blues in the Night fundraiser.

Member of the Technology Resource Center (TRAID) in Manhattan (2nd year).

Member of the Advisory Board of the Child Development Center—Jewish Board
of Family Services—QOctober 1992.
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February 15, 1993—Confirmed bﬁaNY State Senate Minority Leader Manfred Or-
henstein for reappointment to the Early Intervention Council.
March 1993 ived '‘Parent Advocate of the Year” award for Cerebral Palsey

of New Jersey.

Chairman OwegNs. Thank you.

I was going to begin by apologizing for the awful behavior of the
bureaucracy in the State of New York and the New York City
School Board and say that at least you will no longer have that
kind of treatment, because now you have Anastasia to fight with

ou as a result of the meeting she had with the President and the

ind of attention it produced. However, then you went on, before 1
could make my remarks, to say that the meeting has produced hos-
tility.

It is amazing that this should happen, and we certainly would
like to pursue the situation further. You make a very strong case
that no matter what we do with the program in terms of improving
access to technology; the human factor—the need for advocacy and
the need for advocates—is overwhelming.

You also indicated that you were astounded by the amount of in-
formation on technology which you encountered while you were at-
tending a conference in Minnesota.

In light of that fact, do you think that we need some kind of na-
tional hookup for the transmission of information; a network by
which information that is available anywhere in the country, in
any one of the States, can be made available to parents in another
State or location within the country?

Mrs. MARY SoMozA. | think that parents are very territorial, and
different States have different rules and regulations.

I cannot speak for the other States, but I know that in New York
State we have a very good system where parents can call in and
get information. I think if it becomes national, it becomes too dis-
tant for parents. Parents like to be more localized.

Chairman OwEgNs. | am speaking of a national system through
which information would be transmitted. The information avail-
able in Minnesota could be transmitted to New York via some
mechanism like computer, telecommunications, satellite.

Mrs. MARY SoMoza. In New York State, we have a satellite
system but it is all for our particular State. It is localized for our
needs; for what is available in our State.

Chairman OwENS. A national network would allow you to know
what is available anywhere in the country, and you could then

uestion the officials of your State and ask why they don’t have
the same equipment available in New York. That is what we are
talking about.

Would a national network like that be useful, or do you think we
have now taken care of our deficiencies in New York?

Mrs. MarY SoMozA. Absolutely not. Absolutely not.

Chairman OweNs. What is this center in New York that you
mentioned where you can go to look at the equipment?

Mrs. Mary Somoza. Well, I think there are several places around
the State. I know the New York City one, because that is where 1
live, and it is phenomenal.

Chairman OwEens. Is that maintained by the government?

Mrs. MArRY SoMozA. No. It is TRAID.
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Chairman Owens. The industry maintains it?

Mrs. MaRrY Somoza. I do not know what that means.

Chairman Owegns. I mean the people who manufacture the
equipment.

Mrs. MarY Somoza, No. No. It is the technology project that you
chaps are reauthorizing——

Chairman Owgens. Funded by this bill.

Mrs. MarY SoMoza. [continuing] funded by this bill that do that,
and they have, like I say, all the equipment available.

My dream as a parent would be a type of Macy’s, a department
store where parents could go and see, on the third floor, wheel-
chairs; second floor, computer technology, fourth floor, whatever
else, walkers, et cetera, et cetera. We could just go down to the de-
partment store and get everything that we n for children and
persons with disabilities.

Chairman OwgNs. At one point you did mention videos being
available?

Mrs. MarY Somoza. Yes, absolutely.

Chairman OweNs. Is that from the same center?

Mrs. Mary Somoza. From the same centers. If the companies
have videos available, you can view their equipment and how it
functions on a video.

You can go with your own therapist and view this information
and discuss various devices. We live with our children, Congress-
man Owens; we live with them every day, and we are the ones who
end up having to put them into the devices.

Therapists and other professionals see therapeutically what is
the best thing. We have to live with it. We have to have it in our
homes. We have to carry it up two flights of stairs every day,
which is what I have to do in New York.

So, I want some input on what is chosen for my child, because if
my therapist orders a piece of equipment that is too difficult for me
as the parent to use, it will sit in the corner, because it is too diffi-
cult for me to manipulate. I want to have input so I can say to the
therapist, look, I live in a walk-up apartment, second-floor walk-up;
I need something—a wheelchair that is lightweight, because I have
to carry the wheelchair and my child up and down the stairs every

day.

go, they have to cater to the needs of the families, as well, so
that e?uipment is not wasted or not used at all.

So, I want to be able to go with my therapist to a technology
center such as the one in New York, see what is available out
there; if not physically on the floor, to see it via a videotape, to see
information so I can know.

There are 15 different types of stroliers that—when I cannot use
a wheelchair, and I say, well, that is the one I want.

I saw this phenomenal piece of equipment that my child is stand-
ing in right now. I saw it at a conference-—-and it is not really mar-
keted yet—and I just went out there and said, I have got to have
one of these.

This piece of equipment that my child is using today will save
the State, in the long run, an awful amount of money in unneces-
sary surgeries—because if my child is sitting down all day in a
wheelchair, she will end up, over time, needing hip surgery, which
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she had last year, for dislocated hips—all sorts of surgeries that
could be prevented if she has assistive technology to stand instead
of sit. I know there are a lot of congressmen out there who feel
these items are luxuries. They are not luxuries to us, and they end
up saving the State money.

Chairman QOwgNs. Speaking of money, you mentioned, as part of
your unfortunate experiences, the fact that your family had to
spend itself into bankruptcy buying equipment for the children
before you were eligible for any government assistance.

Do you think the establishment of low-interest loan programs in
the States would help consumers, like yourself, pay for assistive
technologies? To what degree would that be useful?

Mrs. Mary Somoza, That is terrific. That was not available, or
even if it was available, I did not know about it when my children
were born. One of the reasons for bankruptcy was the medical bills.

We had no medical insurance, and the medical bills were astro-
nomical. There were devices, such as bathing seats, special bathing
seats, to go in the bath, because with very spastic children, you
cannot just put them into a regular bath. They have to be held and
secured.

There were bath seats. There were little special—like a baby
would have a little rocking seat. We have to have special ones with
straps everywhere to secure the child.

All of those things, in the early days, therapy equipment, we had
to go out, and—basically, I sold everything I owned to get that. We
knew that, even when we got medicaid—we got medicaid when my
twins were a year old, by which time we had become bankrupted —
it took so long, particularly in the early years. Parents are so over-
whelmed when they have a child with a disability.

You do not know what is ahead. You do not know anything.
Emotionally, you are extraordinarily wvulnerable. You become fi-
nancially bankrupt, as we did, because you have to get all this
extra stuff.

In those early years, it is so important for families to get the
maximum help with the least fighting and battles, because parents
are too vulnerable at that stage in their child’s life.

Lots of children are placed in institutions because, in the early
tti_ays, the parents—there are so many things coming at them at one
ime.

Economic bankruptcy is sometimes not an option for parents.
They do not want that, and they will place a child in an institution
at great cost to the State and at horrendous cost to the family and
the child because they cannot face all the things that confront
them in the early days of having a child with a disability.

Chairman Owens, We hope the legislation will he{p to avert
those kinds of hardships.

You and l?l'our husband both are to be congratulated. Among the
photos we have up here is a photo of the whole family, and you
certainly ought to be congratulated for maintaining this beautiful
family despite all of these hardships.

You are an exhibition of family values in the very best sense of
the word, and I want to congratulate you.

Mrs. MarY Somoza. Thank you.

Chairman Owens. I yield to Mr. Scott.
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Mr. ScorT. Thank you, Mr. Chairman.

Ms. Somoza, are you on medicaid now?

Mrs. Mary Somoza. The whole family is not on medicaid, just
the twins. As I had mentioned, they get the medicaid because of
the disability. The rest of the family, because we have to remain
low-income to keep medicaid for the girls’ needs, cannot afford in-
surance.

My two other children, my husband, and I have no medical in-
surance.

Mr. Scorr. Does New York have-—maybe this is more appropri-
ate for someone else, but do you know if New York has a medical-
ly-needy category for medicaid?

Mrs. Mary Somoza. There are two types of—as far as 1 know—
medicaid you can receive. If you are poverty-level, it would cover
all the family, or if you get Sgl, it is higher, and that is the catego-
ry we come under.

The category we fall under is the SSI, and we are allowed to
have a slightly higher income. We are not allowed to go above that.
If we go above that, we lose their medical benefits.

So, the amount of money we are allowed to earn does not allow
?s t'(i afford the high cost of medical insurance for the rest of the
amily.

Mr. ScotT. This may not be related to this legislation, Mr. Chair-
man, but it seems to me that, as we are trying to get universal
health coverage, we are obviously having a situation, in this case,
where we are preventing people from obtaining their own health
insurance. Maybe we will have to try to deal with that in a differ-
ent forum.

You mentioned you got a Light Talker for your other daughter.

Mrs. Mary Somoza. Yes. We have a Light Talker which we are
ready now to donate to the TRAID project, because we got the new
device, which is a liberator. For her level of ability right now, it is
a better device.

The technology, as you know, advances, and she got this new
device. Now we would like this other device, the Light Talker, to go
on to some other person who can use it.

Mr. Scotrr. Can you explain how both of those work, the old one
and the new one?

Mrs. Mary Somoza. They are for non-verbal persons. They are
communication devices. My child, Alba is significantly disabled.
She cannot use her hands. The one part of the body that she has
control over is—she accesses these devices with a chin switch.

It is a scanning device. Right now, we are programming it for
her, but the eventual goal is that she will be totally literate; that
she will be able to use it fast enough to type in what she wants to
say and the device will speak. That is how it is used. That is how it
is used by persons with disabilities today who are literate.

Because of my battle with the school system in getting all the
services together, she is on the road to literacy, but she is not total-
ly literate yet. This new device is a much easier. I think people
have to realize that our children—first of all, they are smart, they
are bright.

They not only have to learn like any other regular schoolchild;
they have to learn to use this sophisticated technology, which can
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fatigue them. We have to look for the quickest and the easiest way
for them to access this technology for it to be of use to them.

This new device that she is using is the latest thing. It is quicker,
it is easier, and so, she is enthused. She was very frustrated with
the old device, but it does not mean that it is no longer any good.

Another child may be in the beginning or may have more use of
their hands or their body—-that will be a phenomenal device for
that child or that adult. But, for my child, the new one-—because
she is so significantly invoived—facilitates her learning. It is
quicker and it is easier, and it gives her more encouragement to
use it.

Chairman OwgNs. Thank you again, Mrs. Somoza. I want to
thank both you and Anastasia. We hope that the surprise that you
cannot share with us is going to move us a few steps further in
terms of the relief of hardships for families like yours. We admire
‘):r&llxr courage and want to thank you again for appearing here

ay.

Mrs. Mary Somoza. Thank you very much.

Chairman OwegNs. Qur next panel consists of three witnesses:
Mr. Kenneth Knorr, the Project Director of Virginia Assistive
Technology Systems; Ms. Deborah Buck, the Project Manager,
TRAID Project, Albany, New York; Mrs. M, Nell Bailey, Project Di-
rector of RESNA Technical Assistance Project in Washington, DC.
Please be seated.

We would like for all of the witnesses to understand that we
have your written testimony. You may spend this time highlight-
ing that testimony, and during the question period, you will have
an opportunity to amplify any other point at that time.

We will begin with Mr. Kenneth Knorr.

STATEMENTS OF KENNETH KNORR, PROJECT DIRECTOR, VIRGIN-
TIA ASSISTIVE TECHNOLOGY SYSTEMS, RICHMOND, VIRGINIA;
DEBORAH BUCK, PROJECT MANAGER, TRAID PROJECT,
ALBANY, NEW YORK; AND M. NELL BAILEY, PROJECT DIREC-
TOR, RESNA TECHNICAL ASSISTANCE PROJECT, WASHINGTON,
DC

Mr. Knorr. Thank you.

The Virginia Assistive Technology System has completed 3 years
of systems change activities. My comments are reflections based on
experiences of implementing a consumer responsive statewide
system.

My name is Ken Knorr, and it is pleasure to serve as director of
this project and to work with the folks in Virginia like Anastasia
and her mother, Mary.

I would like to address three things today: first of all, some of the
accomplishments that we have realized in the State of Virginia; I
would then like to touch on our future. Lastly, I would like to
define what I consider to be the essential components of a systems
change grant.

Our program, known as VATS, is administered by the Depart-
ment of Rehabilitative Services and is guided by our Virginia
Council on Assistive Technology. Our mission, as is Deborah’s, is to
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improve access to assistive technology for Virginians of all ages, of
all disabilities.

The Department of Rehabilitative Services, as the lead agency, is
fully committed to our program, as is evidenced by our Commis-
sioner’s direct involvement in the project design and ongoing super-
vision. The agency has also provided the project with much-needed
additional resources.

We are very fortunate in Virginia in that a special Blue Ribbon
Commission, which was chaired by the Lieutenant Governor, iden-
tified assistive technology as a priority area of need and mandated
interagency collaboration and cooperation.

We believe we have an assistive technology systems model that
works. We operate a number of different programs.

Our initial efforts focused on the establishment of the statewide
council that I mentioned, a 25-member council that includes all of
the major stakeholders, with a majority representation of people
with disabilities. Our council consults, advises, and is fully inte-
grated into all project activities.

During the first several years, we have initiated a number of
policy initiatives. One of those was a statewide policy on assistive
technology, where we pulled together the 11 State agencies that
work with people with disabilities and together defined a single
policy on assistive technology.

This resolution was endorsed by the Beyer Commission that 1
mentioned and was enacted by the legislature. It directs all of the
State and local agencies who provide assistive technology to assure
that clear and consistent policies and procedures are developed.

We have worked towards the establishment of a loan fund model
program. We have been very fortunate in the national research
that we have done, and NID%R just recently extended their confi-
dence to us by awarding a supplemental grant to further pursue
model loan financing research for the country.

We have been able to establish a statewide information and re-
ferral system to increase the availability of information on assis-
tive technology to all folks in Virginia.

We have a very extensive database consisting of 20,000 devices
and services whicﬁ is accessible by a variety of means, either by an
800 number directly over the telephone lines or coming in off the
computer modem. We are receiving 200 contacts each month, the
majority of them coming in off of the computer.

e have an equipment exchange bulletin board service. I was
thinking about it when Mary was mentioning the Light Talker and
how they were going to use that with other folks. We have a bulle-
tin board service that links consumers to other consumers in the
State of Virginia to make sure that this type of expensive equip-
ment does not sit in people’s closets.

We also just recently completed Virginia’s first directory of fund-
ing alternatives that is ready now for widespread distribution.

We have set up four regional resource centers around the State,
effective April of 1992. Each of these consists of a consortia of orga-
nizations to make sure we leverage the maximum amount of re-
sources.

They have pulled together organizations such as Area Agencies
on the Aging, Centers for Independent Living into their consortia.
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We have had lots of public awareness in the last year and plan
on being more intense in the next year. We have our own newslet-
ter—some articles have appeared in all of the major newsletters
around the State—television stories, presentations, demonstrations,
and our own Annual Assistive Technology Conference.

In order to get resources to the communities, we have funded in
the last several years 20 community-based grants totaling $150,000;
small seed grants to stimulate creativity and innovation.

These projects include such things as Consumer Advocacy Con-
ferences that are actually run by consumers, and Ability Aware-
ness Days. We are looking for those that are replicable and encour-
age collaboration around the State.

In the next year, we plan to maintain and systematize our cur-
rent efforts. We are going to be looking at those things that ad-
dress the next generation of needs across the Commonwealth.

With the groundwork laid for the development of assistive tech-
nologies across all of the State agencies I have mentioned, we are
going to be providing technical assistance and support to them in
the development of their own individual State policies.

We will be hosting a national satellite conference in September
of 1993 to disseminate the information on the loan financing model
so that all 42 projects can connect and select the t, of model for
loan financing they would like to introduce in their State.

We will be introducing a personnel preparation program for
paraprofessionals to build the local capacity for delivering assistive
technology services.

During this fourth year, we also expect that all of the rehabilita-
tion offices and the Centers for Independent Living are going to be
equipped to serve as information and referral satellites.

Funding activities are going to focus on implementing the modeis
that we have identified for the country. Qur resource centers will
continue to provide activities like training, public awareness, infor-
mation referral. '

They will also be trying to identify some successful practices that
they have had replicated across the State.

ith the Rehabilitation Research and Training Center, we are
oing to set up a model for a Business Accommodation Response
eam. The team is going to serve as the central point of contact for
Virginia employers and respond to their job accommodation re-
guests within 72 hours.

It is new; it is exciting; it will support lasting systems change.
Not only will it address the needs of employers but it will also open
up new job opportunities for people with disabilities.

The intent of the Assistive Technology Act is to promote systems
change. I want to share with you what I consider to be the essen-
tial systems change activities or minimum components of any sys-
tems change grant.

First of all, an involved stakeholder. I mentioned the council that
is working with us in all facets. That is essential.

Uniform statewide technology policies are critical, where you
have all the State agencies working together.

An advocacy component, as you heard from Mary, is absolutely
essential. We have a full-time person that works as a policy and
funding analyst. Qur resource centers also have advocates.
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Regionally-based technology centers in order to try to respond to
needs at the local level.

Personnel training, such as the personnel preparation training
program thassistive technology we have planned.

Financial support to enable consumers to afford technology. That
is what we have been hearing this morning.

An up-to-date service and product information system, such as
our I&R system.

A consumer-to-consumer network such as the bulletin board
service which allows consumers to empower one another.

Strategies to fund or promote innovations at the local level, such
as the creative initiative grants that I have mentioned, and a mi-
nority outreach program. Virginia is very fortunate to have piloted
the National RESNA TA's Project Reaching Out, getting out to mi-
norities,

We understand that, for systems change to be fully effective and
lasting, continuity must be there beyond the Federal funding. We
recognize the need in Virginia to pursue alternative funding for
long-term continuation of the statewide system beyond this Federal
funding cycle.

We plan to conduct a feasibility study in this next year to deter-
mine the commitment to continue all of these major project compo-
nents that [ have outlined.

We will be looking for potential funding sources in partnerships
with the private sector and other folks from the public sector.

We will be pulling together an Implementation Task Group. Our
strategies will be refined, and we will be developing public rela-
tions material so we can go out and actually approach some poten-
tial funding sources to continue not only the creative initiatives
that we were able to fund, but those many other activities at the
local level that were very innovative that we were unable to fund.

I would like to provide you, in the next minute, some additional
recommendations regarding reauthorization.

As other strategies are identified to sustain the Assistive Tech-
nology Act projects, Federal dollars will be necessary for the short
run.

Funding authorities need to document and articulate indices of
performance.

Projects should be funded based upon merit, and the projects
should be held fully accountable for these dollars.

In order to stimulate creativity and flexibility, a competitive
grant process should continue.

State projects should be expected to have an advocacy component
and adhere to standards established for this purpose. However,
th;ese activities should be directed by the individual States them-
selves.

Lastly, given the diversity of approaches to the administration of
these projects, each State should be allowed to choose what is best
for them.

I believe that these last comments represent the consensus of the
State directors that I have talked to as recently as several weeks
ago up in Massachusetts.

Those of us in Virginia appreciate your willingness and your ef-
forts to improve our country’s assistive technology service delivery.
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We would be glad to provide additional information and to work
with you as you consider the specifics of reauthorization.

We fully support the purpose of the Assistive Technology Act
and the flexibility provided to enable State-level innovation.

Thank you.

(The prepared statement of Kenneth Knorr follows.]
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KEN KNORR, DIRECTOR

Introduction:

Virginia's Assistive Technology System (VATS) has completed three years
of systems change activities. My commants are reflections based on
experiencas of implementing a consumaer responsive statewide system, My
name is Ken Knorr and it is my pleasure to serve as diractor of the project. i
have now worked in the field of rehabilitation for over 20 years. | consider
the last three years 1o be the most exciting and productive in my career.
Technology itself generates a lot of excitement, but it is the Tech Act's
commitment to consumer needs and the chance to implement systems
change that motivated me to leave the Shenandoah Valley of Virginia for

Richmond.

Background:

The Department of Rehabilitative Services (DRS) is the Commonwaealth's
National Institute on Disability and Rehabilitation Research {NIDRR} assistive
technology (AT} grantee. The Virginia Assistive Technology System is
administered by the Department and guided by the Virginia Council on
Assistive Technology (VCAT). The mission of VATS is to imprave access to

assistive technology infermation, devices end services for Virginians of all

ages and disabilities,

DRS was designated by our Governor as the iead agency responsibie for
implementing Virginia's assistive technology efforts under P.L. 100-407, the
Technology-Related Assistance for Disabilities Act of 1988. The departmant
chose to pursue the grant because it recognized that assistive technology
would be criticat to the implementation of the opportunitias posed by the

Americans with Disabilities Act.
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DRS envisioned through this grant project:
» including diverse public and private stakeholders
» Increasing accessibility and affordability of assistive technology
» Providing accurate user friendly information
= Stimulating individual and organizational innovation
» Developing consortia and natworks to carry out and transcend
tha project to maintain services and consistent policies across

organizational lines.

Efforts focusad on systemn development that woutd transcend project
timeframes and be supported by meaningful structures and products such as
ragional consortia and automated information and referral data base. In
addition to increasing accessibility and affordability of assistive technology,
stimulation of consumar, advocates and provider networks was a desired

by-product. We have mada progress in each of thesa areas.

This was the approach the Dapartment chose in formulating application and
implemantation of the project, in order to develop a lasting consumer
performance systam, the Virginia Council on Assistive Technology was
formed to have a meaningful role in project development and guidance. The
project is staffed by DRS 1o promote inclusion and provide high quality
products at each stage and to be opan to recommendations and amarging

opportunitias.

DRS is fully committed 10 VATS as evidenced by the Commissionar's direct
involvement in project design and ongoing supervision, DRS has provided

the project with much needed resources such as financial management,
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technical assistance for the design and implementation ot the information
and referral system, and careful selection of skilled staff. Products and
activities have been expanded and expedited each year of our operation

with the full support of people from every part of the organization.

In addition there has been suppori{ for systems change in Virginia through
the efforts of a blue ribbon commission chaired by the Lieutenant Governor.
The Commission comprehensively addressed the needs of persons with
physical and sensory disabilities within the Commonwealth and quickly
identified assistive technology as a priority area of need. Inter-agency

coilaboration and cooperation were mandated in this and other areas.

There has been a very receptive environment in Virginia. Paramount 10 the
success of our project was the creation of a statewlde council, comprised of
diverse stakeholders who came together to focus on a common mission of
assistive technology systems change. In addition to a statewide assistive
technology council and its task groups, the system is available to Virginians
through regional resource consortia, representatives from agencies
concerned with disability related issues and advocates - all committed to

providing access to technology-related devices and services.

The variety of programs include: Assistive Technology Resource Consortia
{ATRC); community-based innovation grants; a statewide Information and
Referral Network (1&R); an Equipment Exchange Bulletin Board System
{EEBBS); assistive technology loan funding consultation services; policy
development initiatives; public awareness activities; and local, regional, and

national training/technical assistance efforts. These efforts respond to the
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six primary purposes of the Technology-Related Assistance for Persons with

Disabilities Act of 1988 (P.L. 100-407).

Woe believe we have an assistive technology systems model that works.

Our project is based on careful design, implementation and review.

ACCOMPLISHMENTS THROUGH YEAR 3
Qur initial efforts focused on improving capacity building through inter-
organizational cooperation in the development of Consumer-responsive
policies and strategies. The establishment of the Virginia Council on
Assistive Technology (VCAT) represents the foundation from which this and
other goals are pursued. The VCAT is the advisory body, comprised of over
50% persons with disabilities or family members, essential to the
development and implementation of the vision for VATS. The 25 member
Council includes all of the major stakeholders to include consumers and
family members, service providers, vendors, empioyers, advocates and
agency representatives. The VCAT consults, advises, and is fully integrated
into all Project activities. Individual Council membess have participated on
intefview panels and in the formulation of goals and objectives, development
of action plans and requests for proposals to respond to goals, selection of
grantee reciplents, and the implementation and evaluation of all activities.
Members ars active participants in the work of our three task groups that

implement the systems change framework and workplans for VATS,
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Pallcy Development Activities

Two major policy initiatives have been undertaken during Grant Years 2 and
3. These inciude 1} state compliance with Section 508 of the Rehabilitation

Act, and 2) a statewide policy on assistive technology.

The development of e policy statement bringing Virginia into compliance
with Section 508 ensures thet public employess with disabilities have equal
sccess to slectroni¢ equipment. Technical essistance will be provided by

the Projact end DRS staff to support this effort.

Statewide Policy on Assistive Technolagy

Representatives from 11 state agencies that provide services 10 persons
with disabilities pursued a mutually suthored statewide policy on assistive
tachnology for legislative approval. A resolution was endorsed by the Beyer
Commission and enacted by the legislatura. The resolution directs stete and
local agencies who provids assistive technology to their clientels, 10 sssure
thet ciear end consistent assistive technology policias end procedures are
deveioped which sddress: information end referral; types of devices end
services provided through the agency; conditions of eligibility and extent of
coverage; fiscel responsibilities; methods to inform individuals of thair rights;
consumer eveiustions; provider and vendor standards; end the identificetion

of unserved end undeserved populations.

Loan Financing Model Development

During Yesr 2, VATS conducted preliminery netional research on assistive
technology {oen financing models in opersetion across the country,

Alternatives currently under consideretion in Virginie inciude a revolving loan
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model and an interest buy-down model. Continued research is necessary t0

further develop these broad concepts and to identify other options.

During Year 3, VATS received a supplemental award from NiDRR to pursue
national loan model research across both public and private loan programs
that may have application to Tech Acts nationally. Loan programs that
support disaster relief, student loan, and housing assistance are examples of
possible models 10 be researched. The outcome of this research will be to
develop loan financing models that address administrative, financing and
oversight alternatives which states may ecploy to meet the individual

circumstances of their states.

Information and Referral System

In response to significant issues identified through surveys and inputs from
the Council for more information on assistive technology devices and
services, an Information and Referral {I&R) System was established. The
mission of the VATS Information and Referral {I1&R} System is 10 increase
the availability of information on assistive technology to all Virginians with
disabilities. The I&R system seeks to bridge the gap between consumers
and assistive technology-related devices and service providers, The I&R
Task Group of the VCAT guides all of the activities of the I&R staff,
ensuring that the system is consumer responsive and promotes system
change. To that end, national datab'ases on devices and Services, such as
ABLEDATA, hava been integrated into a centralized statewide
microcomputer database. Currently, the database contains approximately

20,000 devices and services.
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The statewide 1&R system is housed in Richmond and accessible by various

means.

- en 800 toli-free number answered by an Information Specialist,
allowing any person within Virginia to call in for assistance and
access to information,

- a sacond 80O toll-free number allowing any person within Virginia
with a computer and modem to directly connect with the system,

- walk-in sites at the four ATRCs and a pubic access workstation at the
cential VATS office,

The L&R systemn averages around 200 total contacts from consumers each
month from the on-line database and the information Specialists. The
Information & Referral staff also provides technical assistance,
presentations, and demonstrations upon request 10 consumers and

providers.

Virginia's first diractory of funding alternatives was recently compieted and
is ready for widespread distibution. The directory will be available in hard
copy and on-line through our Information and Referral (I&R) database and
will be accessible free of charge through our 1-800 number. The directory,
the first of itg kind in Virginia, informs consumers of what funding resources
and services are available and how to access them, It concisely overviews
the assistance available from government agencies, independent living
centors, clvic and service organizations and private insurance companies.
To aid potential recipients in their efforts to obtain assistance, detailed

guidance on tha epplication and appeals processes is provided.

VATS recognized that no single, coordinated point of contact for individuals
needing to exchange assistiva technology davices, information and ideas

existed In Virginia. Many organizations such as hospitals, non-profits, and
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independent living centers serve as local access points for similar services,
Each of these contacts has welcomed the praospect of VATS as a point of
caoordination for the posting and maintaining of the equipment exchange
information. VATS has chosen to address this need through the
development of a user-friendly Equipment Exchange Bulletin Board System
(EEBBS), and a mentorship/consumer consultation program that is to he
implemented at the regional level. The information relating to assistive

technology devices will include equipment for sale, rental and giveaway.

The EEBBS runs on a stand-alone microcomputer and is provided in two
formats: 1} an 800 toll-free voice number connected to the VATS I&R
specialist to take equipment exchange inquiries, and 2} direct computer
access. The EEBBS is designed to allow consumers the ehility to leave
massages and slectronic mail 1o other consumers. The purpose is to link
consumers seeking used devices with consumers who want to sell or
donate their used devices. This simulated “trading post” empowers
consumears and at the same time, removes the burden of having to use a

state agency as an arbitrator of equipment exchange agreements.

Aassistive Tachnology Resource Consortia

in the knowledge that a state the size of Virginia could not be effectively
reached from a single office in Richmond, four regional technology-related
assistance centers were envisioned as part of Virginia's Assistive
Technology System. These regional resources would carry out many of the
same functions as the central office -- training, public awareness,

Information and Referral -- in addition to facilitating Assistive Technology
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demenstration epportunities and responding to their respective region’s
specific needs. Central resources were provided to the ATRCs at the onset
10 enable them to initiate services 1o respond to the needs of their region

yimmediately,

A Request For Proposal for the establishment of the ATRCs was developed
with inputs from the VCAT, and distributed to 450 individuals and
organizations. In an attempt to leverage maximum resources and to
ancourage coalition building and collaboration, the RFP insisted that a
consortia of organizations and entities be established prior 10 submission.
The RFP also requested that the proposal include a section on plans for
continuing the consortia beyond the federal funding cycle. Seven proposals
were received from around the state and four consortia were selected with
the assistance of review panels comprised of AT users, Council members,
vendors and service providers. The four ATRCs were funded in April, 1992

and announced in simultaneous press conferences.

Each ATRC consists of a consortium of organizations, with one designated
as the lead entity for each ATRC. Three of the ATRCs have a university for
the lead entity; the fourth has a State rehabilitation center for its lead entity,
and works closely with another State university, All ATRCs involve people
with disabilities as advisors and/or statf roles, Consortia membaers include
multiple sites within the regions such as Area Agencies on Aging, advacacy
groups, Center for independent Living, area rehabilitation offices,
rehabilitation centers, Human Resources Infarmation and Referral Systems,

the Cerebral Palsy Center, state agencies and others.

72-423 - 93 - 2
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Training and Pyblic Awareness

The Public Awareness and Community Integration Task Force of the VCAT
guides the implementation of public awareness activities. VATS publishes
an eight page newsletter, Connections, that is disseminated to 8,000
people. A number of articles about diffarent aspects of VATS and ATRC
operations appear in a variety of publications throughout the year.
Television stories have been aired in an attempt to generate public
awareness of assistive technology. In addition VATS and ATRC staff gave
myriad presentations and &R demonstrations and took part in exhibit

opportunities in conferences and tech expositions around Virginia.

VATS contracted with the Rehabilitation Research and Training Center
(RRTC) in the first year of the project to provide training and technical
assistance. As with other activities, initial efforts focused on developing a
system that could be transfarred to the communities. Capacity building at
the local tevel was seen as vital to continuance of activities initiated by the
systems change grant. VATS and select other DRS staff were provided
with training to sharpen their facilitation skills. Training curriculums were
developed for three specific audiences: consumers, service providers and
employers. The sessions were developed as prototypes with the
axpectation that the ATRCs would tailor the curriculum for their own

audiences and deliver similar trainings in their regions.

VATS has held two Annual Assistive Technology Conferences, and we are
planning for our third this May which we anticipate will be attended by 300
individuals. Best practices in Virginia and across the nation are hightighted

at the conferences. Participants representing all of the major stakeholders

10
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are givan an opportunity to define their needs and to collaborate with others
wilh an investment in enhancing the assistive technology system in Virginia,
In September, 1992, a panel of consumer experts was convened to identify
indicators of consumer responsiveness. The objective of this study is to
obtain basic information from which to implement consumer-responsive

activities. This study will be incorporated into the overall evaluation design.

Creative Initiative Grants

The Virginia Assistive Technology System_funded twenty Creative Initiative
Proposals totaling $150,000 dollars during Years 2 and 3. The purposes of
the grant program is to 1) promote the independence, productivity, and
quafity of life of parsons of all ages with disabilities through improved
access of undesarved Virginians with disabilities 1o assistive technology
products, services and information; and 2) provide small seed money grants

to stimulate innovation and activate parts of the network.

Review panels, comprised of consumers, Council members, various agency
staff, and other stakeholders selected the final recipients. Activities funded
have ranged from the Richmond Cerebra! Palsy Center's Consumer
Advocacy Conference 1o the Center for Independence’s Ability Awareness
Day. The consumer advocacy conference was planned by consumers and
attended by over 100 individuals with disabilities and their famifies. The
theme of the conference was empowerment and self-advocacy. The Ability
Awareness Day event was quite successful. Over 40 service providers and
vendors were represented and many persons from the Southwaest part of the

Slate attended.

11
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The creative initiative grant program supports systems change by promoting
innovation and creativity in the development and delivery of assistive
technology products and services. The grant support innovation of people
who are typically not grant writers. Many of thase ventures are replicable
and ancourage collaboration among agencies and organizations, thus

encouraging an expansion of the network designed to improve access to

assistive tachnology.

Traditionally projects have been funded for three years. As you have heard,
we have only been able to scratch the surface of implementation because of
the wide breadth and scope of assistive tachnology systems. In our mission
to be both consumer rasponsive and collaborative we have tried to involve
vsers and profassionals in all phases of our operations. Our work is not
done and we have made plans for forth and fifth year of systems change

avants.

PROPOSED ACTIVITIES FOR YEAR 4
The proposed activities to ba accomplished in VATS Year 4 are intended to
maintain and systematize current efforts. These efforts will position VATS
to address the next generation of needs across the Commonwealth as we
identify practical applications, move towards lasting change and increased
awareness. These areas include initiatives such as statewide capacity
building and integrating assistive technology with the Americans with

Disabilities Act implementation through coordinated job accommaodation.

12
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Policy Devalopment

With the groundwork laid for assistive technology policies to be developed
across state agencias, VATS will ba providing technical assistance and
support in the daveiopment of those policies. Section 508 implementation
will ba provided in a similar fashion with a technical assistance team
supporting state agencias in thair impiémentation compliance with the

policy.

Traini | Public A
During tha next year, VATS will be putting the products developed in the
first years in the hands of the practitionars and consumers. A national
satellite telaconfarance in Septermber 1993 will ba coordinatad to
dissaminate information on loan financing modals to Technology Projects.
Training materiais will accompany this activity. VATS will hold its Fourth

Annual Confaerance on Assistive Technofogy.

The devefopmaent of a parsonnel praeparation program for para-professional
rehabilitation tachnologists will also occur. Tha objective of this program is
to build iocal capacity to deliver assistive tachnology services. Qur intent is

10 replicate this program to the state's community collages.

DRS counselor and other service providers will raceive training on using
VATS |&R system. Having set the stage we are moving toward iasting
change by bringing the project knowledge to the desks of persons who
work directly with consumers. During Year 4 it is expected that alt
rehabilitation offices and ClLs will be equipped 1o serve as I&R satellites.

This will result in more person to person I&R involvement. Public awarenass

13
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activities will amphasiza tha electronic bulletin board sarvices, newsleiters,
postar development, media and major outreach endeavors aimad at
increasing awareness and sensitivity to people with disabilities who use

assistive technology devices in their daily lives.

Information snd Raferral

The 1&R staff will continually updata the §&R System's national databases,
such as ABLEDATA and IBM Products and Services, as new varsions of the
data sre released. Along with maintaining data, the I&R staff will seek new
databases on devices, databases considered highly accurate and relevant in
tha rahabilitation community to add to the on-lina system. Wae will continua
customizing and tracking information to meka it more relevant to the needs
of Virginia's consumers and practitioners. An emphasis will be placed on
networking with service organizations throughout the Commonwaalth in

building a statewide database on Virginia service providers.

Funding Development

Funding activities for Yeer 4 will focus on the exploretion of loan fund
implemantation. Having now researched financial models for a loan fund
{i.a., ravolving loan fund, loan guarantees, rate buy-downs, and hybirds
theraof}, VATS steff will be evaluating strategies for implementing the
various models, Iimplamentation of a loan fund will ultimately require a
pubiic/privete pertnership which effectively balances the interests of public
agencias, tha banking community, and consumers. Fourth year efforts will
therefore focus on stete suthority, financial ovarsight, use of a
non-profit/foundation to provide the consumer support component, end

developmant of a banking pertnarship.

14
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Electronic Bulledn Board Exchange

Having recently developed the capacity to offer the electronic bulietin board
as a mechanism for connecting consumers with various types of
information, several initiatives are proposed for Year 4. These involve a
consumer to consumer equipment exchange component, a consumer
consultative network that will connect consumers with their peers, and a
consumer 1o sarvice providaer exchange alternative. Each are intended to
build on consumer empowerment and responsiveness in the provision of
information, and acquisition of assistive tachnoloév. This activity directly
deals with the problem that lots of technology winds up in closets, when
there are people who can use it. The service will be widely publicized to
increase consumer impact including access to people without the use of

computers.

Assistive Technology Resource Consortia

Each of the existing ATRCs will continue operation through Year 4 providing
training, public awareness, and information and referral. Each will pursue
their own select areas of specialization in program deveiopment and
evaluation such as curriculum development and minority outreach.
Successful practices will be disseminated for possible repiication by the
other ATRCs. These consortia are one of the vehicles for leveraging
resources expanding the systemns work. They will ba expected ¢ develop

resources for continuity.

Business Response Teams

A maodel for a Business Accommodation Response Team (BART) will be

developed and piloted during the Fourth Project Year. The primary objective

15
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of BART is to have a central point of contact for Virginia employers and
respond to their job accommodation requests within 72 hours. Teams will
be comprised of consultants including job placement specialists,
rehabilitation engineers, employment specialists, occupational and physical
therapists, and rehabilitation counselors. This activity is new and exciting
and will support lasting systems change. It addresses the needs of

employers and opens new job opportunities for people with disabilities.

SYSTEMS CHANGE ACTIVITIES
As the intent of the Tech Act is 1o promote systems change activities, let
me share with you what we in Virginia consider to be some of the essential
systems change activities. The following are considered 1o be the minimum
components and approaches of a sytems change grant.

1. Aninvolved stakeholder. The Virginia Council on Assistive
Technology guides all of the activities of VATS. Members
represent each of the stakeholders with an investment in
systems change in Virginia. The stakeholders themselves bring
together consumers, practitioners and agencies committed to
that end.

2.  Uniform statewide assistive technology policies. Virginia
recently passed a resolution directing state and local agencies
who provide assistive technology to their clientele, to assure
that clear and consistent assistive technology policies and
procedures are developed. The policies are 1o be consistent
across agencies and are intended to remove barriers and

provide for consumer choice.

16
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An edvocacy component. VATS has a fylt time person
designated to provide technical assistance to current and
potential assistive technology users and families to assist them
in advocacy efforts to obtain assistive technology. The ATRCs
also provide technical assistance in advocacy.

Regionally based technology centers. Four Assistive
Technology Resource Consortia have been established in
Virginia, designed to respond to the needs of consumers at the
local level, including the introduction of a consumer
consuitative network that will pair consumers with their peers
in an attempt to help them negotiate through the various
systems.

Personnel training. A Personnel Preparation Training Program
designed to increase the numbers of individuals who can
perform para-professional rehabilitation technology services 10
Virginians with disabilities is proposed for Year 4. The program
will build local capacity 1o deliver assistive technology services
and will adhere to the principles of systems change by helping
1o expand a responsive service delivery mechanism,

Financial support t0 enable consumers to afford technology.
VATS is committed to the development of methods to assist
consumers in financial access to technology. A Supplemental
Award from NIDRR has been received to expand on our
research efforts and identify various toan aiternatives for other
states.

Up-to-date service and product information. VATS has

developed one of the most extensive on-line database of

17
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services, products and funding sources available to persons
with disabilities.

8. A consumer to consumer network. VATS recently introduced
an EEBBS to link consumers seeking used devices with
consumers who want to sel! or donate their used devices, thus
empowaering cConsumers and removing the burden of having to
use a state agency as an arbitrator of equipment exchange
agreaments.

9. Policies ensuring compliance with Saction 508. The
development of a policy statement bringing Virginia into
compliance with Section 508, represents the first statewide
policy in Virginia providing public employees with disabilities
aqual access 1o electroniCc equipment.

10. Strategies to fund or promote innovation, VATS has committed
$150,000 in the last two years to stimulate creative assistive
technology initiatives.

11. A minority outreach program. VATS co-sponsored the national
pilot testing of RESNA TA's Project Reaching Qut, designed to
develop culturally sensitive materials about assistive technology
for minority groups and service providers who work with

minority populations.

RESOURCE DEVELOPMENT ACTIVITIES
for systems change to be fully effective and lasting, continuity must be
there beyond federal funding. VATS recognizes the need to pursue

alternative funding for Jong term continuation of the statewide system

18
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beyond the federal funding cycle. VATS approached RESNA for a technical
assistance visit to identity language that could be incorporated into a
request for proposal that wouid identify someone to coordinate this activity.
in November 1992, Paul Hearne, Director of the Dole Foundation spent
several days with VATS staff brainstorming possible approaches. The
following activities may be included:

1. Conduct a feasibility study and determine commitment to
continue the major Project components to inciude: ATRCs,
capitalization of the loan fund, L&R system, Creative Initiative
Grants. [nterviews will be conducted with legislators,
consurners, prvate sector and public officials.

2. Identification of potential funding sources specific to program
components with strategies to solicit resources in conjunction
with the purposes of each component.

3. Interpretation/analysis of interviews to determine amount of
support in terms of resources (dollars, statf, equipment).

4, Recommend strategies and realistic timeframes for
accomplishment of goals.

After completion of the study an implementation task group will be formed.
Strategies will be refined and public relations materials developed for

approaching potential sources.

Additional recommandations regarding state Technology Project continuation

inciude:
1. As other strategies are identified to sustain the Tech Act
Projects, federal dolars will be necessary for the short run,
2. Funding authorities need 10 document and articulate indices of

performance.
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3. Projects should be tunded based upon merit and held
accountable for their dollars.

4, In order to stimulate creativity and flexibility a competitive
grant process should continue,

5. State projects should be expected to have an advocacy
component and adhere to standards established for this
purpose. Howevar, thaese activities should be self-diracted by
the individual state projact.

6, Given the diversity of approachas to the administration of these
projects, each state should be allowed to choose what is bast

for them,

Those of us in Virginia appreciate your willingness and efforts 10 improve
our country's assistive technology service delivery. We would be glad to
provide additional information and to work with you as you consider the
speacifics of reauthorization. We fully support tha purposes of the Tech Act

and the flexibility provided to enable state level innovation.

CACONG\TESTIFY.DOC
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Chairman OwgNs. Thank you.

Ms. Deborah Buck, TRAID.

Ms. Buck. Good morning. My oral remarks are excerpted from
my lengthy written testimony, which is before you. Later in my
testimony, 1 refer to several of the project highlights, and you can
easily reference that. It is on the back of the title page of the writ-
ten testimony.

I am Deborah Buck. I am Project Manager of the New York
State TRAID Project. New York State is, to date, the largest State
funded under the Assistive Technology Act. The TRAID project in
New York is administered by the New York State Office of Advo-
cate for the Disabled.

The State Advocate, Frances Berko, is in a cabinet-level position,
and the office is located, organizationally, within the Executive De-
partment. The OAD uses a systems approach to advocacy.

Being situated in a systems advocacy agency has afforded the
project a unique opportunity to understand the strategies necessary
for collaboration and the practical realities of the time involved in
convening key players, raising awareness, and negotiating arrange-
ments yielding systems change.

To be effective, the systems advocacy approach requires that (1)
OAD’s visibility on a given issue be minimized, (2) any public dis-
play of militancy be avoided, and (3) recognition for the changes
that occur go to the State agency that actually initiated the result-
ing change.

According to the 1990 U.S. Census, New York has 17.9 million
residents, making it the second most populated State in the Nation.
Approximately 2.5 New Yorkers, a number greater than or equal
to the entire populations of 20 States, are known to have a disabil-
ity.

New York City, the most populous city in the Nation, has 7.5
million residents. Over 2.2 million persons are of Hispanic origin;
over 2.8 million are African-Americans; almost 700,000 are Asian
and Pacific Islanders; and over 600,000 are Native Americans.

Language and cultural differences often pose barriers to both de-
livering—in a culturally component manner—and obtaining appro-
priate assistive technology devices and services.

New York’s upstate rural aspects counterpoint its downstate
urban aspects. Despite popular misperception, agriculture is the
number one industry in New York.

Persons with disabilities residing in rural counties face different
barriers to accessing agsistive technology, including inadequate in-
formation about service availability, non-existent local service pro-
viders, and the lack of accessible transportation to travel to serv-
ices in another nearby county.

In attempting to effect systems change, the TRAID Project has
chosen to implement a two-prong approach generating input and
initiatives from both the top down and the bottom up.

Project staff: The three project staff at the central office level
maintain responsibility for systems change through intervention in
administrative, legislative, and regulatory activities.

Local outreach is achieved through regional TRAID centers
which promote grassroots involvements and access for consumers.



42

The intent of these activities is to increase both knowledge and
empowerment, since an informed consumer can better self-advocate
to bring about desired change. Mrs. Somoza and Anastasia are per-
fect examples of that.

The TRAID Project, thus far, has established five regional tech-
nology centers. This year, we’ll see the development of another
center in the north county of our State. Even with six centers
funded, many residents of the State still have to travel long dis-
tances to reach an RTC.

Centers offer device demonstrations, information and referral to
local resources, education, training, and advocacy services.

The office also maintains a bulletin board service, as well, and
offers interconnectivity for their technology centers as well as link-
ages to national networks, such as ABLEDATA, AppleLink, et
cetera.

During the last 9 months, the RTCs have provided 1,253 product
demonstrations to 448 persons with disabilities, 382 family mem-
bers, 376 providers, and 47 employers.

Since receipt of the initial grant in 1990, the OAD instituted pro-
cedures to expand access to AT information and track requests.
The office has maintained an information and referral service for
about the past 10 years. With receipt of the grant, we added on to
that information service and approached from a holistic viewpoint.

Since October 1992, a 6-month period, the OAD has received
8,432 information and referral calls. Of that total, 1,220, or 14%
percent, have been AT-related.

TRAID-IN, an equipment exchange service also instituted in Oc-
tober 1992, has generated phenomenal interest. In the month of Oc-
tober 1992, we had 10 TRAID-IN calls. We are currently receiving
10 to 12 calls per day about the service.

The State has made significant progress under its Title I develop-
ment grant in articulating a common vision for future access that
endorses consumer involvement as equal partners, supports the
State’s economic and human resource commitment, and promotes
prudent planning for the use of limited fiscal resources.

After recognizing the need for collaboration in the development
of policy and planning for future access to assistive technology,
commissioners from the key State agencies made a joint commit-
ment to form an interagency partnership by an assistive technolo-

Henceforth, the interagency partnership, in collaboration with
the TRAID Advisory Board, will provide the forum for discussing
many of the issues involved in negotiating policy and program revi-
sions necessary to implement a consumer-driven statewide system
with a life beyond the Assistive Technology Act.

The project’s successes in the last 9 months include sponsoring a
series of five regional workshops.

The Department of Health recently released guidelines on—med-
icaid guidelines for funding of augmentative alternative communi-
cation at which more than 200 persons, providers, consumers, and
parents attended.

We have sponsored a series of statewide planning meetings of in-
dividuals with disabilities, family members, providers, and State
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agencies to develop a long-range plan to improve and expand access
to assistive technology devices and services.

When Mary spoke and shared her vision with you of a Macy's
system, that 1s very reflective of the actual vision that came out of
this long-term planning process. Everyone, be it the person with a
disability, the provider, or the State agency head, very much en-
dorsed the concept of access for everyone.

We have developed a series of brochures on funding of assistive
technology. The demand greatly exceeded expectations. With limit-
ing access to brochures to 25 per person, we depleted an initial
«upply of 5,000 in a 5-day period.

We participated on the Region Select Commission on Disability
Technology Committee to develop recommendations to the State
Board of Regents, particularly as it relates to provision of assistive
technology to promote inclusion, integration, et cetera.

We participated as a member of the Department of Health Task
Force on early intervention reimbursement methodology under
Part H and reviewed and recommended language to be included
that addresses assistive technology devices and services.

We’re currently participating on the Governor’s Telecommunica-
tions Exchange, which has been directed to formulate a statewide
policy regarding telecommunications.

Some of the problems that we have encountered are the lack of
publication of New York State IDEA regulations, the need to await
(inal Federal regulations for the reauthorization of the Rehabilita-
tion Act, the lack of a consistent philosophy in existing disability
statutes,

The attempt to promote consistent philosophy has been demon-
strated by the passage of the ADA and with the reauthorization of
the Rehabilitation Act, promoting full inclusion of people with dis-
abilities, and we feel strongly that this approach needs to be re-
flected in all the disability statutes.

Other problems include the need to force-fit funding of assistive
technology devices and services into existing eligibility criteria and
the need to enhance public and private partnerships to develop cre-
ative funding strategies.

Persons skeptical or reluctant to effect systems change can valid-
Iy state that the Assistive Technology Act is currently time-limited.
A strong argument for continuation of the State grants is the pres-
ervation of the initiative to set the stage for implementation of 21st
century strategies regardless of existing vested interests.

Although Title I development projects focus primarily on systems
change, the need to support individual case advocacy for consumers
and their family members must be recognized.

Any statutory emphasis to funding advocacy services in the reau-
thorization should ensure supplemental funding and foster flexibil-
g:g' to reflect collaborative initiatives that could work best in each

ate.

Such flexibility will not endanger advocacy efforts and initiatives
that have already proven to be effective and consumer-responsive.

Since its inception, the New York Project has placed a great deal
of emphasis on capacity building by promoting systems change.
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Although New York is a State perceived to be rich in resources,
the severe fiscal crisis experienced in the last few years has made
it a challenge to access the limited resources actually available.

The implementation of the TRAID Project has enabled New
York citizens to become more aware of the potential assistive tech-
nology. Conversely, the desired outcome for increased consumer
demand has conversely amplified the impact of our tight fiscal cli-
mate.

New York does not perceive increased Title I funding as the pan-
acea. The per capita award, however, for all of New York State was
markedly less than that received by other States.

The grant awarded to a neighboring State amounted to one
dollar per resident, whereas New York’s second-year grant equated
to three cents per capita.

The demand on Title I States to not only effect systems change
but to also provide a range of direct AT services has posed a signifi-
cant strain on the ability to accommeodate the differential volume
of requests based on individual State characteristics.

For example, one of the Title 1 States, also receiving a larger
grant award than the State of New York, responded to slightly
over 1,000 assistive technology-related information and referral
calls in a 12-month period, whereas New York State has responded
to almost two-and-a-half times that amount in a comparable pericd.

An equipment exchange program operated by another Title I re-
cipient yields an average of 39 calls per month. This program has
been operating for a period of 5 years and provides services to mul-
tiple States.

In contrast, operating since October 1992, a 6-month period, New
York alone has over 300 items currently on its exchange, and we
are responding to an average of 10 to 12 calls per day.

We recently did a public outreach about the project, and there
are days we are getting 20 to 25 calls per day.

The TRAID Project and the agencies represented on the Gover-
nor’s Human Services Sub-Cabinet are committed to building on
existing inroads for changes affecting all New Yorkers with disabil-
ities.

As decisions are made concerning the criteria for future funding
allocations and continuation decisions, we request consideration of
a more equitable approach to determining grant awards.

Factors that relate to the demographic diversity, such as a
State’s geography, population size, multilingual and cultural sensi-
tivity, and realistic costs of effecting the scope of changes to impact
expanded consumer options in a State should drive the award deci-
sions.

Thank you very much for the opportunity to appear before you

ay.
[’l‘i{e prepared statement of Deborah Buck follows.)
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Provided information and referral services to 14,872 individuals statewide,
2,434 or 16% of the calls were assistive technology related.

448 individuais with disabilities, 382 family members, 376 service providers,
and 47 employers visited the regional technoiogy demonstration centers for
hands-on try out of assistive technology devices.

Established the TRAID-IN Statewide Equiprne'nt Exchange Service. A press
release issued from -the Governor's Qffice resulted in a 600% increase in
participation. Cails for TRAID-IN currently average 50 per month,

Cvar 23,000 individuals statewida attended TRAID awareness activities.

Sponsored a series of five regional workshops on "Medicaid Guidslines for
Funding of Augmentative/Alternative Communication Systems in NYS™, at
which a total of 200 persons attended.

Awarded a total of $294,000 to 7 regional technology sites across NYS where
individuails can access TRAID services.

Sponsored a series of statewide maetings of individuals with disabilities, family
members. service providers and state agencies to develop a long range pian to
improve and expand access to assistive technology devices and services. The
meeting served as a catalyst resulting in the formation of The Interagency
Partrership on Assistive Technology.

Disseminated a Needs Survey to 1,621 consumers and 1,193 service providers
throughout NYS. {availabie in alternative formats and Spanish}

Developed brochures on "Medicaid Funding™. and "Fublic and Private Funding
Sources”. To date, brochures have been disseminated to 8,587 individuals.
- Brachures on funding assistive technology: through the Education System;
' Vocational Services; and using Plan to Achieve Seif Support {SS1) have been
draftad and are ynder review. . .

'Pamcapated on the Regents Select Commission on Disability, Technology
Committee, to develop recommendations to the State Board of Hegents to

- -elimlnate barriers and improve access to services,

L _fPamclpated as’a mernher of the Department of. Haalth Task Force on Early
Intervention ‘Reimbursement. Methodolugv, and reviewed and rscommended
tanguage to be included that addrassas assustwe technologv devuces .

_Parnclpatmg on tha Govarnor s Telacommunlcatlon Exchange whuch has been

~ . directed to formulate NYS policy oa telécommunications.

Represents Activities from April, 1992 to December, 19392
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I’m Deborah Buck, Project Manager of the New York TRAID Project. Newr York
State is, to date, the largest state funded under the Tech Act.

The TRAID Project in New York State is administered by the New York State
Oftice of Advocate for the Disabled. The State Advocate, Frances G. Berko, is in a
cabinet level position and the office is located organizationally within the Executive
Department. The State Advocate is a member of numerous Statewide Advisory
Boards. The OAD gperates in a systems approach to Advocacy Services.

To be effective, this systems advocacy approach requires that: (1) OQAD’s
vigibility on a given issue be minimized; {2) any public display of militancy be avoided,
and (31 recognition for the changes that resuit go to the state agency that initiated the
change. The present primary focus of OAD currently is on three interrelated topics:
universal access to assistive technology: statewide implementation, not enforcement,
of ADA; and universal and independent access to information concerning available
program services and supports by persons with disabilities and their parents to
implement and ensure complete freedom of choice.

Life within the 47,377 square miles of New York State is characterized by
kaieidoscopic contrasts; cosmopolitan or colloquial; rural/agrarian or urban/industrial;
fast-paced and iavish or impoverished and hopeless; information-charged or
marginally versed; technology-advanced or applications-underdeveloped.

According to the 1980 US Census, New York has 17.9 million residents,
making it the second-most populated state in the nation. Approximately 2.9 miliion
New Yorkers - a number greater than or equal to the entire populations of 20 states -
are known to have a disability. Preliminary resuits of a survey conducted for the
TRAID Project indicates that greater availability and access to assistive technology
would significantly enable a large majority of persons with disabiiities to exercise
greater control over life and to benefit from New York’s diverse and unique
opportunities.

Making inrpads into the technology-related assistance needs of New Yorkers
with disabilities requires an understanding of the state’s dermographics. New York
City, the most populous city in the nation, has a rich industrial and manufacturing
history that has made it a mecca for people in search of a better life. However, the
problems of urban life, which place individuals at-risk to be born with or incuwr a
disability, are also magnified within the city’s densely populated confines.

Armong the city’s 7.5 million residents are over 2.2 miilion persons of Hispanic
origin; over 2.8 million African-Americans; almost 700,000 Asians and Pacific
isianders; and over 60,000 American Indians. Translation services are provided in 19
difterent languages to people for whom English is a second, usually not-yet-acquired,
language. Language and cultural differences often pose barriers to both delivering,
in a culturally competent manner, and obtaining appropriate assistive technology and
services.
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New Yaork’s upstate rural aspects counterpoint its downstate urban aspects.
Despite popular misperception, agriculture is the number one indusiry in the state.
Persons with disabilities residing in rural counties face different barriers to accessing
assistive technology, including: inadequate information about service availability, non-
existent local service providers and the lack of accessible transportation to travel to
services in another nearby county.

There are also international dimensions to the service needs of underserved and
unserved communities. For example, the territory of the Akwasansne Mohawk Nation
spans portions of Franklin County, New York and parts of Canada. There is noreliable
data base on the nature and scope of disabilities of Nation members, although
estimates fall in the range of 30 10 40 percent. The situation is compounded by
inordinate levels of poverty, as well as social and geographic isolation.

Based upon our knowledge of both programmatic disability issues and trends
and this state’s socio-political-ecanomic realities, OAD staff has always been
convinced that the needs of individuals with disabiliies can best be met through
services and programs provided by generic service delivery agencies. To that end,
agency staff works with at least 50 of the more than 70 executive agencies of state
government, as well as with statewide service providers, labor unions and busingss
and industry, to create awareness and identify cost-effective strategies to serve those
with disabilities,

TRAID's primary goal i to make a major contribution t the much needed
raform in the way goods, services and supports are provided 10 New Yarkers with
disabilities. To achieve this goal, a comprehensive, customer-responsive outreach and
implementation system was developed that advances human potential through access
to and use of assistive technology.

In artempting to effect systems change, the TRAID Project has chosen to
implement a two-prong approach generating input and initiatives from both the top-
down and the bottom-up. Project staff at the central office level maintain
respansibility for systems change through administrative state agency policy,
procedures and program operations$ related activities, Outreach at the local
community level is achieved through Regional TRAID Centers which promote
grassroots involvement of consumers, nurturing their awareness of the potential role
of assistive technology, and expanding the options for available access to desired
services and devices. The intent of these activities is to increase both knowledge and
ampowerment, since an informed caonsumer can better self advocate to bring about
desired change.

Being situated in a systems advocacy agency has afforded New York’s TRAID
Praject a unique opportunity to understand the strategies necessary for collaboration
and the practical realities of the time involved in convening key players, raising
awareness, and negotiating arrangements yielding systems change. Absent
responsibilities for direct service delivery and control of service dollars historically has
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provided OAD more freedom in its approach to recommending policy revisions. People
are most willing to consider change when they do not perceive any threat to
thermnselves or their agency’s prerogatives. The TRAID Project has been able to greatly
benefit from this philosophy in its efforts to facilitate change in service systems.
Placement in an agency which might have a dual role in both direct sarvice delivery
and attempts to effect systerns change may have impaired the progress in New York
State.

The TRAID Project thusfar has established five regional technology centers
(ATCs). This year will see the development of another center in the North Country of
our state. Ewven with six centers funded, many residents of the state still have 10
travel long distances to reach the center nearest to where they reside. These centers
often serve as the first point-of-contact for people interested in accessing assistive
technology on a local level. Centers offer device demonstrations, information and
referral to local resources, community outreach, coordination of device assessment
and selection, education, training and advocacy services.

During the last ning months, the RTC’s provided 1253 product demonstrations
to 448 persons with disabilities, 382 family members, 376 providers, and 47
employers. Since receipt of the initial grant in 1990, OAD instituted procedures to
expand access to "AT" information and track information requests. Since October,
1992, a six month period, OAD has received 8432 information and referral {(I&R} calls.
Of that total, 1,220, or 14 1/2 percent, have been "AT" related calls.

TRAID-IN, an Equipment Exchange Service instituted in October, 1992, has
generated phenomenal interest. After an initial public awareness effort through a
Governor’s Press Release, consumer participation increased 600%. Asrangements
with a public utility company for an information insert in their monthly bill resulted in
further expansion of interest. In the month of October, 1992, we réceived 10 TRAID-
N calls. In comparison, in April, 1993, we are averaging 10-12 calls per day.

The State has made significant progress in developing and implermenting a
statewide program of Technology-Related Assistance under its Title { Development
Grant. It had become evident that several initiatives by various New York State
Agencies focus on some aspect of assistive technology. Although a number of state
agencigs are represented on the TRAID Advisory Board, it became obvious that a
vehicle to bring together the key players in those activities was crucial. The TRAID
Project wanted to ensure an opportunity to articulate a common vision for future
access that endorsad consumar involvement as equal partners, supported the state’s
economic and human resource commitments and promoted prudent planning of use
of limited fiscal resources,

A meeting of Cornmissioners, or their designees, from the key state agencies
involved in the myriad aspects of assistive technology delivery was convened. The
outcome was the recognition of the need for collaboration in the development of
policy and planning for future access; the commitment to form an Interagency
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Partnership; and the drafting of a Mission Statement to guide their ongoing activities.

MISSION STATEMENT

To assure access to an individuai

and family centered network of high
quality assistive technology and
related services that is flexible,
responsive, and cost effective,

Arrangements were made 10 reconvene meetings in February, 1993.
Consumers, including family members, and providers, meeting in separate sessions,
identitied pros and cons of the project’s activities on a state and local level and
developed recommendations for consideration in designing Year Four TRAID activities.
The areas discussed were organized under Information and Referral, Direct Services
and Trasining. The Irteragency Partnership was also reconvened to address the
broader issue of imbuing consumer responsive approaches in the strategic planning
of a comprehensive assistive technology service system with a life beyond the Tech
Act grant period. The participants identified concepts from which goals could be
developed which would be the catalyst to sustain or initiate activities that would fulfill
their mission and result in systems change.

The Partnership will provide the forum for discussing many of the issues
involved in negotiating policy and program revisions necessary to implement a
consumers-driven statéwide system.

There are potential impacts across all age ranges. Affordable actess t0
assistive technology may be a complement or a partial replacement for the currently
used, more labor-intensive strategies, provided an appropriate array of individual and
family support services are simultaneously available. Coordination with the IDEA and
Rehab Act are crucial 1o systems change. Part H of IDEA will allow access to infants
and toddlers through a family focused process of choice and acquisition. Chapter 428
of the 1992 Laws of the State of New York implements Part H under the NYS
Department of Health. The TRAID project recommendation for inclusion of assistive
technology services and devices were reflected in the statutes definition section.
TRAID participated in a Task Group exploring a financing methodology which will
inciude AT in the Early Intervention program. In addition, a competitive RFP for
dermonstration projects solicits proposals that promote AT as an early intervention
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service. Applications require collaboration with RTCs and local AT providers in their
design and implementation. Long terms effects on systems change will result from
families experiencing the benefits of assistive tech as an early intervention service and
the impact on their perceptions of their child, the provider Community and the desired
features of delivery systems.

Assistive technology as a supplementary and or related service in approved
IEP’s opens the options for choosing lesser restrictive education environments.
Transition planning, which links exiting students to career/skills training and
community services is of utmost importance, and technology can play a significant
role at this time. Project staff are members of the Technology Committee of the State
Education Department Regents Select Committee on Disability. The committee
developed recommendations to eiiminate barriers and imgrove access to AT devices
and services to be considered for inclusion in the final report to the Board of Regents.
The lack of publication of the state promulgated IDEA regulations has been
problematic. While New York State has indicated efforts to draft state guidelines in
concert with the consumer responsive focus of the Tech Act, there has been a limited
ability t0o leverage any shift in existing funding to cover the pbroader parameters
governing when assistive technology should be considered and how services and
devices are delivered.

Similar drawbacks exist, as states await final federal regulations for the
reauthorization of the Rehabilitation Act. The Act itself clearly promotes consideration
of the role of assistive technology at ali stages of the rehab process. The combination
of recent legislation such as the Americans with Disabilities Act {P.L, 101-336} with
creative incentives such as supported employment {e.g., job Coaches}, and advances
in assistive technology, appear 1o be breaking down many of the barriers to
employment opportunities.

Historically, there has been great strength in the definitions of assistive
technology devices and assistive technology services incorporated verbatim into other
significant disability-related statutes {IDEA, DD Act, Rehab. Act). In order to continue
this strateqQy to have disability statutes reflect a consistent philosophy, we recommend
incorporating the specific language from both ADA and the policy staterents on the
Rehab Amendments. Previous efforts by Congress to solicit consumer participation
and commit their suggestions to actual statutory language should not need to be
second-guessed and revisited, but rather further empowered in this Tech Act
reauthorization legislation. We encourage you to embrace 8 consumer Bill of Rights
that reflects the values and philosophy of Consumer responsiveness and the princCiples
of presumed ability, choice and full integration and participation as set forth in the
reauthorization of the Rehabilitation Act and the Americans with Disabilities Act.

Most informal care for elderly adults is provided at home. FProducts for
individuals in this older age group need to be particularly user-friendly and accessible,
Many elderly individuals lack exposure to or knowledge of assistive devices, and are
frightened or put off by the term "technology.”
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The Center for Therapeutic Applications of Technology in Buffalo, New York,
which is also a TRAID Project Regional Technology Center, is a NIDRR funded Rehab
Engineering Center on assistive technology for older persons with disabilities. The
REC on Aging has three research programs which represent the main elements of
assistive technology utilization: consumer assessments, environrnental design and
public awareness and access. The reauthorization of the Older Americans Act in
October, 1992 mandates a White House Conference on Aging to be held in December,
1994. Recognizing that this population is one of the fastest growing demographic
groups, etforts should be made in reauthorizing the Tech Act o ensure it
complements the potential positive impact of the implementation of both the Older
Americans Act and the White House conference.

Persons skepticat or reluctant to effect changes can validly state that the Tech
Act is currently time-limited. Efforts to use the Tech Act philosophy of consumer
responsiveness to influence the number and scope of services under related disability
statutes needs the credibility that this law is a keystone seen worthy of
reauthorization and eventual permanent status. A §trong argument for continuation
of the state grants is the preservation of the initiatives to set the stage for
implementation of 21st century strategies regardless of existing vested interests.

Most of the funding of AT devices and services has been force fit into existing
eligibility criteria, service definitions, and device categories used by public and private
insurance sources. These often prove inadequate. For example, as individual states
struggle with systems change, there is variability amongst federal HCFA regional
office interpretations of what can be covered under Medicare and Medicaid. The
TRAID Project continues to work in an inter-agency capacity, to advocate for the
inclusion of technology-retated planning and funding options. New York’s Alternative
and Augmentative Communication (AAC) Medicaid Guidelines have become a national
model. In 1993, the TRAID Project sponsored training on the guidelines to over 200
professionals, consurmers and advocates. Efforts will continue through our
collaborative relationship with the NYS Depanment of Health to assist them in their
evaluation of the impact and effectiveness to both the consumer recipients of the
devices and the cost efficiency to the system. TRAID has initiated dialogue with
Medicaid decision makers concerning seating, positioning and wheeled mobility with
a focus on the role of assessments in matching individual characteristics with product
features to identify cost efficient selections for funding approvals. We will continue
to explore on an interagency level the development of Medicaid policy and funding
guidelines for seating and positioning, based on the principles of functional necessity
and protocols comparable to those designed for the provision of AAC.

Persons are also seeking methods to Supplement or use as an alternative to
public funding streams. The ability to design programs that create credit ratings and
leverage opportunities for consumers to apply, and lenders 1o make available, lending
vehicles to assistive technology promotes independence and fuller participation in the
consumer marketplace. It seems premature to mandate loan programs but more
important to authorize their development as a financing option.
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Although Title 1 Development Projects focus primarily on systems change, the
need to support individual case advocacy for consumers and their family members to
obtain assistive technology devices and services must be recognized. The provision
of support for advocacy services is consistent with the statement of policy in the
1992 Rehab Act amendment. It's particularly prudent to endeavor to secure
supplemental funding to cover these important consumer advocacy services. Any
statutory emphasis to funding advocacy Services in the reauthorization should ensure
that the arrangements implermented would be under the control of the state Tech Act
grantee and foster flexibility to reflect collaborative initiatives that could work best in
each state. Such flexibility will not endanger advocacy efforts and initiatives that
have proven to be effective and consumer-responsive,

Since its” inception, the New York Project has placed a great deal of emphasis
on capacity building by promoting systems change. Although New York is a state
perceived to be rich in resources, the severe fiscal crisis experienced in the last few
years has made it a challenge to access the limited resources actually available. The
definition of "service™ under the Act includes a broad array of interventions necessary
for successful selection, acquisition and ongoing use. Information broker,
demonstrations, coordinator and technology consultant for assessments, training and
trouble shooting and repairs are as vital as the AT devices theémselves. The
implementation of the TRALID Project has enabled New York’s citizens to become more
aware of the potential of "AT."* The desired outcome for an increased consumer
demand has conversely amplified the impact of our tight fiscal climate.

New York realizes that increased Title 1 funding should not be perceived as the
panacea, however, the per capita award for all of New York State was markedly less
than received by other states. The grant awarded to a neighboring state amounted
to $1.00 per resident, whereas New York's second year grant was the equivalent of
$.03 per capita.

The demand on Title | states to not only affect systerns change but also provide
a range of direct AT related service has posed a significant strain on the ability to
accommodate the differential volume of requests based on individual state
characteristics.

For example, one of the Title | states, receiving a larger grant award than the
State of New York, responded to slightly over 1,000 AT related information and
refarral calls in a 12 month period, whereas New York has responded to almost 2 1/2
times that amount in @ comparable period.

An equipment exchange program operated by another Title | recipient yields an
average of 39 calls per month. This program has been operating for a period of five
years and provides a service to multiple states. In contrast, operating since October,
1992, the TRAID-IN Service, serving New York alone has over 300 items currently
listed on its’ exchange database and receives an average of 10 to 12 calis per day
directly related to increased awareness activities,
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The TRAID Project and the agencies represented on the Governor’'s Human
Services Subcabinet are committed to buiiding on existing inroads for changes
effecting all New Yorkers with disabilities. As decisions are made concerning the
criteria for future funding allpcations and continuation decisions, we request
consideration of a more equitable approach to determine grant awards. Factors that
relate to the demographic diversity such as state’s geography, population size, multi-
lingual and cultural sensitivity and realistic costs of effecting the scope of changes to
impact expanded consumer options in a state shoulg drive award decisions.

Thank you for the opportunity to speak with you today.
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Chairman OweNs. Thank you.

Ms. M. Nell Bailey, the RESNA Technical Assistance Project.

Ms. BaiLey. Good morning. My name is Nell Bailey. I am manag-
er of the RESNA Technical Assistance Project. I was asked to pro-
vide comments on the reauthorization of the Technology-Related
Assistance Act of 1988 from my perspective as manager of the
Technical Assistance Project.

Specifically, I will be talking about the progress States are
making in achieving the overall goal of establishing a consumer-re-
sponsive comprehensive system of technology-related services.

RESNA, an interdisciplinary association for the advancement of
rehabilitation and assistive technologies, has been under contract
to the Nationa! Institute on Disability and Rehabilitation Research
since 1989 to provide technical assistance and information to States
and organizations as they develop and implement technology-relat-
ed assistance programs under the Assistive Technology Act.

The Assistive Technology Act as passed in 1988 included two fea-
tures unique in Federal legislation: comprehensiveness, meaning
serving individuals with disabilities of all ages across the entire
State, and the term ‘“consumer responsive.’

The Act was intended to serve as a catalyst for systems change
to make assistive technology devices and services readily available
as tools for living, learning, working and playing, and to enhance
the independence, productivity, integration and quality of life.

States have integrated these unique features into the implemen-
tation of their projects, and are continuing to define, refine, and
address them. )

It has been very exciting for us on the RESNA Project to see the
new working relationships being developed. State agency person-
nel, consumers, professionals, researchers, manufacturers, and
public and private third-party payers are coming together to forge
a new standard of service delivery which is more responsive to the
needs of the consumer.

In addition, States have made progress in such areas as funding
and public policy, consumer involvement, interagency coordination,
service delivery, and systems change.

Let me just take a few minutes to highlight some of the activities
of the States in these areas.

Under the area of funding and public policy, State projects have
become knowledgeable about Federal and State laws which fund
the delivery of assistive technology devices and services.

Many States became aware early on that this was a full-time ac-
tivity and therefore included a position on their project for an indi-
vidual to devote their time solely to this area.

Many States have conducted funding studies which identified the
barriers to funding technology-related services. Other studies have
examined financial capacity of families which include disability
and also are documenting the costs/benefits of providing assistive
technology for use at home, at school, work and in recreation.

Several States have compiled guides to funding assistive technol-
ogy specific to their States. Many States have expanded the avail-
ability of funding under programs such as medicaid, special educa-
tion, and vocational rehabilitation through education and training
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on current public policies, through interagency coordination, and
in a few instances through appeals and fair hearings.

Under interagency coordination, because the Assistive Technolo-
gy Act is comprehensive, including all ages and all disabilities,
State projects are working with the spectrum of public and private
agencies who do or should be providing technology-related assist-
ance.

These agencies almost always are represented on State advisory
councils, or in the case of some projects, the agencies are represent-
ed on interagency councils whose members are sometimes appoint-
ed by the governor.

The legislature here in the Commonwealth of Virginia, in Febru-
ary of this year, as Ken mentioned, passed a resolution which di-
rects all public and State agencies servicing individuals with dis-
abilities to develop and implement policies and procedures specific
to the provision of assistive technology services, information, and
devices. The overall purpose is to assist consumers in receiving ap-
propriate coordinated services.

As States continue to identify barriers and gaps in their systems,
these linkages are critical to implementing strategies for change.

The Assistive Technology Act facilitates access to assistive tech-
nology by providing the mechanisms through which States can
make systems change in the delivery of technology-related services.

I think it is important to remember that systems change is a
process and that it takes time. That is why it is important to con-
tinue the activities that the States have started by funding the As-
sistive Technology Act program for at least another 3 years.

Systems change represents a change in policy and practice and
affects many individuals rather than just one person.

Systems advocacy can produce this change, as we have seen in
one particular case in the State of Indiana, where the parents of a
young man with a disability worked with the special education de-
partment in their State to get assistive technology services for
their son.

In setting out to get access to assistive technology services for
their son, a much larger change occurred. The State adopted a
statewide policy which affirmed that the school corporations within
the State of Indiana have a responsibility to provide assistive tech-
nology and augmentative communication evaluations.

Under the area of consumer involvement, individuals with dis-
abilities are heavily involved in most State projects, usually as
members of advisory bodies, where they represent a majority of the
membership.

In addition, many States are involving consumers in training
their peers on the existence and benefits of assistive technology, on
where to obtain services and how to access funding resources.

Training for professionals usually has included sessions on mean-
ingful involvement of consumers in the selection of appropriate
equipment.

Although some States are having difficulty in compensating and
Seimbursing consumers for their time and expenses, many States

0.
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States are encouraged to include consumers in the decisionmak-
ing process when it comes to the implementation of the project,
rather than just in an advisory capacity.

Many States have been pleasantly surprised that, through in-
volving consumers on their projects, they have groomed leaders
who are taking positions on other disability boards and on the advi-
So’?' boards of other agencies and organizations.

he State of Missouri just recently introduced legislation—it was
passed by the House and is due to be passed by the Senate this
week-—which crafts into law an Advisory Council on Assistive
Technology and its role in policy analysis and advocacy.

Few States under Title I grants have adequate resources to meet
the needs for providing direct services other than information, re-
ferral, and demonstration and equipment loan.

However, many States are being creative when it comes to the
delivery of technology-related services, especially in addressing the
issue of statewideness.

Mobile van units are providing equipment demonstration, fabri-
cation, maintenance and repair of equipment, and in some in-
stances, assessments, evaluations are included as part of the mobile
service.

Some States are funding individual assessments where no other
resource currently exists.

All States have established information and referral systems.
Most of these systems provide information on devices, services, and
resources.

The State of New Mexico has a menu-driven user-friendly system
which provides information on funding and how to appeal decisions
made by various funding sources.

The State of Nebraska has networked information systems in the
field through their peer support groups with their central informa-
tion system.

Even with the progress that the States have made over the past
3% years, there still are too many individuals who are not able to
access affordable technology due to systemic barriers which stand
in the way. Areas that continue to need attention are funding,
training, and advocacy.

Efforts toward funcfing and linkages with State agencies and or-
ganizations should continue. Training activities should now concen-
trate on skills and competency, rather than awareness level train-
irgg, and more emphasis should be placed on systems change in the
statute.

One area that is of great concern to me, and one in which I have
been asked to comment about today, is the area of outreach, specif-
ically to culturally-diverse populations.

There has been much activity centered around public awareness
in a one-time effort which is made to inform individuals in disabil-
ities, their family representatives or service providers about the
benefits and uses of assistive technology.

The next step to be taken is for States to develoEl an outreach

lan which targets specifically those populations which have not
een served.

Populations which should be targeted are culturally-diverse pop-
ulations such as African-Americans, Hispanic, Native Americans,
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and Asians; individuals with hearing impairments; individuals with
multiple disabilities; older Americans; the economically disadvan-
taged, as well as individuals with disabilities living in rural areas.

The outreach plan should include identification and needs assess-
ments—which groups are you targeting and what are the needs—
accessibility of service provision—making the services available in
terms of distance-—and cultural competency—making sure that the
individuals who are providing the services are sensitive to the
needs and differences of the various underserved and unserved
groups.

A more aggressive campaign should be undertaken to recruit and
hire qualified staff from culturally-diverse groups to fill positions
on State projects.

Under Title II, especially the training initiative, there should be
some assurance that includes linkages with Historically Black Col-
leges, especially those that provide a program in special education
and rehabilitation.

There has been significant progress and learning by States and
others during the first 3% years of implementation of the Assistive
Technology Act.

As momentum builds in the 42 States already funded, it has
become clear that it will take more than 5 years to achieve the
purposes of this legislation.

It has also become clear that the major barriers to individuals
accessing assistive technology devices and services are embedded in
outdated or poorly-implemented public policies and the resulting
inadequate allecation of resources.

The Assistive Technology Act has been the catalyst to mobile
joint efforts among consumer service providers and State agencies.

I have just given a very surface overview of some of the progress
States are making towards providing access to technology-related
s?lrvices. We need to press on and finish the job that has been start-
ed. :

Thank you.
[The prepared statement of M. Nell Bailey follows.]

STATEMENT oF M. NELL BalLEy, PRoJECT MANAGER, RESNA TECHNICAL ASSISTANCE
ProsecT

Good morning! My name is Nell Bailey. I am Project Manager of the RESNA
Technical Assistance Project. I was asked to provide comments on the resuthoriza-
tion of the Technology-Related Assistance for Individuals with Disabilities Act of
1988 [P.L. 100-407] from my perspective as manager of the Technical Assistance
Project. Specifically, I will be talking about l[_:;ogress States are making in achieving
the overall goal of establishing a “comprehensive, consumer-responsive system of
technology-related services.” I will also be talking about outreach to underserved
and unserved populations.

RESNA, an interdisciplinary association for the advancement of rehabilitation
and assistive technologies, has been under contract to the National Institute on Dis-
ability and Rehabilitation Research since 1989 to provide technical assistance and
information to States and organizations as they develop and implement technology-
related assistance programs under P.L. 100—40{

Since the passage of the Assistive Technol Act, there have been other factors
which have increased the demands placed on States by the Act. Increased emphasis
on the delivery of assistive technology by other Federal legislation and reduced
State budgets in medicaid, special education, and vocational rehabilitation have cre-
ated unique opportunities and challenges for State agencies, consumers, and profes-
sionals. At the same time, more and more individuals with disabilities and their
families, administrators, and professionals are beginning to learn about the power-
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ful role assistive technology can play in increasing the independence and productivi-
ty of individuals with disabilities. With these two forces coming b?ether—-less fund-
ing and a demand for more services—pressure is mounting to find creative funding
solutions to pay for assistive technology services through the Assistive Technol
Act. The REgbrA Technical Assiatance Project is helping States to meet these chal-
lenges by providing nationwide technical assistance. is technical assistance in-
cludes the provision of training opportunities, information products, and individual-
ized consultation specific to States’ needs,

The Assigtive Technology Act as passed in 1988 included two features unique in
Federal legislation: comprehensiveness—i.e., serving individuals with disabilities of
all ages across the entire State—and, introduction of the term “consumer respon-
sive.” The Act was intended alsc to serve as a catalyst for systems change to make
assistive technology devices and services readily available as tools for living, learn-
ing, working and playing, and to enhance independence, productivity, integration
and quality of life. States have taken these unique features into consideration in the
ilirl:plementation of their projects and are continuing to define, refine, and address
them,

From a TA Project perspective, States have made significant progress in meeting
the purposes of the Act as outlined in section 2(b}l of the statute. The evaluation
report by Research Triangle Institute also documents that substantial progress has
been made on the part of the State Assistive Technology Act projects in meeting the
stated purposes olp the Act. Consumers, service progiggers, and State agencies are
more aware of assistive technology and have an understanding of the many kinds
and various types of devices. Consumers are also able to access information about
assistive technology in most States. Barriers to funding of assistive technology de-
vices and services have been identified and States are beginning to explore solutions
to these barriers through improving coordination among agencies, consumers and
service providers.

It has been very exciting for us on the RESNA Project to see the new working
relationships being developed; State agency personnel, consumers, professionals, re-
searchers, manufacturers, and public and private third-party payers are coming to-
gether to forge a new standard of service delivery which is more responsive to the
needs of the consumer.

In addition, States have made progress in such areas as funding and public policy,
consumer involvement, interagency coordination, service delivery, and systems
c}l;nange. Let me just take a few minutes to highlight some of the States activities in
these areas.

Funding and Public Policy

State projects have become knowledgeable about Federal and State laws which
fund the delivery of assistive technology devices and services. Many States became
aware early on that this was a full-time activity and therefore, included a position
on their project for an individual to devote their time solely to this area. Many
States have conducted funding studies which identified the barriers to funding tech-
nology-related services. Other State studies have examined financial capacity of
families which include disability and also are documenting the costs/benefits of pro-
viding assistive technology for use at home, school, work and in recreation. Several
gtates have compiled “(zuides to Assistive Technology Funding” specific to their

tates.

Many States have expanded the availability of funding under programs such as
medicaid, special education and vocational rehabilitation through education and
training on current public policies, through interagency coordination, and in a few
instances, through appeals and fair hearings.

Interagency Coordination

Because the Assistive Technology Act is comprehensive, including all ages and all
disabilities, State projects are working with the spectrum of public and private
agencies who do or should be providing technology-related assistance. These agen-
cies almost aiways are represented on State advisory councils or, in the case of some
State projects, the agencies are represented on interagency councils whose members
are sometimes appointed by the gowarnotz The legislature here in the Common-
wealth of Virgima, in February of this year, passed a resolution which directs all
public and State and local agencies servicing individuals with disabilities to develop
and implement policies and dprocedures gpecific to the provision of assistive technolo-
gy information, services and devices. The overall purpose is to assist consumers in
receiving appropriate, coordinated services. As States continue to identify barriers
a]l;l;l gaps in their systems, these linkages are critical to implementing strategies for
change.
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Systems Chance

The Assistive Technology Act facilitates access to assistive technology by provid-
ing the mechanisms through which States can make systems changg in the delivery
of technology-related services. I think it's important to remember that systems
change is a process and that it takes time. That is why it's important to continue
the activities States have started by funding the Assistive Technology Act program
for at least another three years.

Systems change represents a change in policy and practice and affects many indi-
viduals rather than just one individual. Systems advocacy can produce this change
as we have seen in one particular case where the parents of a young man with a
disability worked with the special education department in their State to get assis-
tive technology services for their son. In setting out to get access to assistive tech-
nology services for their son, a much larger change occurred: the State adopted a
policy affirming that school corporationsr%'lave a responsibility to provide assistive
technology/augmentative communication evaluations. And based on a case-by-case
decision of the student’s educational needs, if this evaluation determines that assis-
tive technology equipment or services are needed for a student to benefit from a
free appropriate public education, the school must provide this service and equip-
ment at no cost to the student.

Consumer Involvement

Individuals with disabilities are heavily involved in most State projects, usually as
members of advisory bodies, where they represent a majority of the membership. In
addition, many States are involving consumers in training their peers on the exist-
ence and benefits of assistive technology, on where to obtain services and how to
access funding resources.

Training for professionals usually has included sessions on meaningful involve-
ment of consumers in the selection of appropriate equipment. Although some States
are having difficulty in compensating ang reimbursing consumers for their time and
expenses, many States do. Some State projects provide the financial support for con-
sumers to attend national and State conferences. States are encouraged to include
consumers in the decisionmaking process when it comes to the implementation of
the project rather than just in an advisory capacity. Many States have been pleas-
antly surprised that through invelving consumers on their projects, they have
groomed leaders who are taking positions on other disability agencies’ and organiza-
tions' boards The State of Missouri just recently introduced legislation (it was
passed by the House and is due to be voted on by the Senate during this week)
which crafted into law an advisory council on assistive technology and its role in
policy analysis and advocacy. State projects have used consumers to review competi-
tive subgrant pro ls and also to head up and work on various task forces looking
at specific technology-related issues.

Service Delivery

Few States have found the Title | grants adequate to meet the needs for providing
direct services, other than information, referral, and demonstration and equipment
loan. However, many States are being creative when it comes to the delivery of
technology-related services, eapecially in addressing the issue of statewideness.
Mobile van units are providing equipment demonstration, fabrication, maintenance
and repair of equipment. In some instances, assessments are included as part of this
mobile service. Some States are funding individual assessments where no other re-
source currently exists. Other States are establishing a fee for services now avail-
able through local centers established or expanded with Assistive Technology Act
funds. Some States are exploring the use of grant moneys to insure financial loan
programs. The State of Maine uses an interactive television system to assist them in

e provision of assistive technology services.

All States have established an information and referral network, some more so-
phisticated than others. Most of the systems provide information on devices, serv-
ices, and resources. New Mexico has established a “menu-driven” system which pro-
vides information on funding and how to appeal decisions made by various funcﬁng
sources such as special education, vecational rehabilitation and medicaid. The State
of Nebraska has networked information systems in the field serving their peer sup-
port groups with their central information system.

Ongoing Needs

Even with the progress that the States have made over the past 3% years, there
still are too many individuals who are not able to access affordable technology due
to systemic barriers which stand in the way. Areas that continue to need attention
are funding, training, and advocacy.
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Efforts toward funding and linkages with State agencies and organizations should
continue. Training activities should now concentrate on gkills and competency
rather than awareness levei training and more emphasis should be placed on sys-
tems advocacy in the statute. By mandating advocacy activities, staff of State
projects will be less subjected to the threat of losing their jobs.

Outreach

One area that is very near and dear to me and one in which I have been asked to
comment specifically about is the area of outreach—specifically to culturally-diverse
populations, and African-Americans in particular. There has been much activity
centered around public awareness in which a “‘one-time” effort is made to inform
individuais in disabilities, their family representatives, or service providers about
the benefits and uses of assistive technology. The next step to be taken is for States
to develop an outreach plan which targeta those populations which have not been
served or which are underserved. Populations which should be targeted are: cultur-
ally-diverse groups (i.e., African-Americans, Hispanics, Native Americans, and
Astans); individuals with hearing impairments, individuals with multiple disabil-
ities, older Americans, as well as individuals with disabilities living in rural areas.

The outreach plan should include identification and needs assessments (i.e., which
groups are you targeting and what are the needs), accessibility of service provision
(Le., distance to services—rural, urban), and cultural competency (i.e., making sure
that the individuals who are providing the services are sensitive to the n and
differences of the various underserved and unserved groups). A more aggreasive
campaign should be undertaken to recruit and hire qualified staff from culturally-
diverse groups to fill positions on State projecta.

Under Title 11, especially the training initiative, there should be some assurance
that includes linkages with historically Elack colleges especially those that provide a
program in special education and/or rehabilitation. An example of such linkage is
the Meharry Medical School in Tennessee through the Tennessee Assistive Technol-
ogf' Project, which is planning to have a three-hour training session targeted specifi-
cally to African-Americans on the uses and benefits of assistive technology. 1 would
like to see more of these partnerships formed.

Conclusion

There has been significant progress and learning by States and others during the
first 32 years of implementation of the Assistive Technology Act. As momentum
builds in the 42 States already funded, it has become clear that it will take more
than 5 years to achieve the purposes of this legislation. It has also become clear that
the major barriers to individuals accessing assistive technology devices and services
are embedded in outdated or poorly-implemented public policies and the resulting
inadequate allocation of resources. %he Assistive Technology Act has been the cata-
lyst to mobilize joint efforts among consumers, service providers, and State agencies.
I have just given a very surface overview of some of the progress States are makin
towards providing access to technology-related services. We need to press on ang
finish the job that has been started.

Thank you.

Chairman Owgns. Thank you. I want to thank all the panelists. I
will yield te Mr. Scott for questions.

Mr. Scort. Thank you, Mr. Chairman.

Ms. Buck, you mentioned funding advocacy. How could we best
fund advocacy? There are a number of different formats right now,
from parent;’{ay-advocates to legal aid. How do you think it could
best be done, or do we need an array of different services?

Ms. Buck. In the State of New York, our philosophy about advo-
cacTy is that it encompasses four approaches.

here is individual case advocacy, legal advocacy, systems advo-
caC{u and the ultimate is self-advocacy. Based on those principles, 1
really believe that we need an array of services, because there are
a number of resources that currently exist. We also need to recog-
nize that people feel comfortable going to different places. Not ev-
eryone feels—one place is not going to be the panacea.

We need to be able to complement the individual’s specific needs
and also be able to offer a variety of services; promoting the self-
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advocacy but also having the provisions to support case advocacy
and ultimately legal advocacy as a last resort, if that is uitimately
what is needed.

Mr. Scorr. Do you have any idea what the expense would be for
the various forms?

Ms. Buck. As a comparison, in New York State, the current pro-
tection and advocacy program for persons with developmental dis-
abilities receives over $1 million, and that is only one component
directed towards persons with developmental disabilities.

New York State also has 35 independent living centers. There is
also protection and advocacy for persons who are diagnosed with
mental illness. There are parent training networks.

I think it would be unjust for me to try to guess at an estimate.
That would take further research to adequately address the issue.

Mr. Scorr. You just mentioned developmental disabilities. In
your comments, you ran through something about Part H, which I
did not completely comprehend.

Ms. Buck. Part H in New York State is administered by the New
York State Department of Health. We have been working very
closely with them.

In fact, under Part H the States are required to institute a cen-
tral directory so that local case managers can help parents identify
local services.

In New York State, the Office of Advocate for the Disabled, our
information and referral component, also functions as the Part H
central directory.

We have been working very closely with the Department of
Health staff in ensuring that, in State regulations, the definition of
alsl;sistive technology devices and services have been included in
that.

We have also been working with them to help devise a reim-
bursement methodology for the purchase of assistive technology.
They recently issued an RFP to pilot a number of projects, and we
were able to work with them to ensure that in issuing one of those
RFPs, assistive technology was one of the targeted areas. It re-
quired a collaborative approach, either working with one of the
technology centers established under the TRAID Project or other
technology providers throughout the State.
~ So, we are trying to approach this hand-in-hand to address the
issues.

Mr. Scorr. Under medicaid—how do you decide what to fund
under medicaid?

Ms. Buck. Each State has the flexibility to determine a State
medicaid plan. New York State, in fact, is much more open than
many States in the Nation.

One of the other things about New York State is I believe it is
the only State in the Nation that requires a local share at this
poilrl1t in time. Qur locals are pretty much astounded by that, as
well.

They developed their plan, and essentially what is not covered
under medicaid in most cases for individuals with children can be
obtained through the EPSDT, Early Periodic Screening and Diag-
nostic Testing program.

Mr. Scort. You can fund devices under EPSDT?
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Ms. Buck. Yes.

Mr. Scorrt. Ken, did you want to comment?

Mr. KNoRR. I did want to make one comment on protection and
advocacy.

When we had the All-States Directors Meeting just recently in
Boston, that was one of the areas that received a lot of attention
from the State directors. [ believe [ am representing the consensus
of the group when [ say that the State directors pretty much were
in agreement that advocacy is absolutely essential and should be
required. But they felt that the way to carry that out should be left
exclusively to the individual respective States.

Mr. Scort. Ken, you mentioned the Lieutenant Governor’s com-
mission. Can you give us some background on some of the recom-
mendations, particularly in systems changes?

Mr. KNoRR. Yes, [ can, Mr. Scott.

The Beyer Commission had a separate chapter on assistive tech-
nology, and within that they made several recommendations that
were directly related to assistive technology.

One of them was that some sort of a loan fund be established for
long-term change, recognizing that this was one of the most signifi-
cant needs.

Another one was that several of the State agencies form coopera-
tive agreements. Of course, we took that well beyond that and
pulled the 11 State agencies together and formed a single policy for
the State of Virginia,

The third specific recommendation that was related to assistive
technology was that we set up or establish the regional centers
around the State and that they be continued beyond the Federal
funding cycle.

Let me say that, in the RFP—that was the process we used, the
request for proposal—we actually built in that the individual re-
source centers or consortia should look towards their own continu-
ance beyond the Federal cycle from the very beginning. We are
moving in that direction at this point, trying to make those plans.

Those were the three recommendations that came out of the
Beyer Commission. It set the entire stage in Virginia. It was a won-
derful boost.

Mr. ScoTt. Just one question for Ms. Bailey, Mr. Chairman.

You had mentioned using Historically Black Colleges and Uni-
versities in addressing the needs for the minority community.
Could you expand on that?

Ms. Bawey. Well, particularly the need for training around the
benefits and uses of assistive technology.

Right now, in the State of Tennessee, the Meharry Medical
School is participating with the Tennessee Assistive Technolo
Project in hosting a 3-hour training curriculum targeted specifical-
ly for African-Americans. That is very exciting, and I think more
States need to follow that model.

Mr. Scorr. Thank you, Mr. Chairman.

Chairman OwENs. In terms of advocacy, Mr. Knorr you said
there was agreement among the directors that there should be a
requirement to do advocacy?

Mr. Knogr. They all thought that it should be an essential com-
ponent of ——
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Chairman OwgNs. An essential component. Advocacy should be
an essential component.

Mr. KNORR. Yes, it should.

Chairman OwegNs. It should be left to the States, you said, as to
how they do that.

Mr. KNORR. Yes. As I recall, what the States were looking for
was to have certain standards established in terms of what advoca-
¢y should look like and then to leave it up to the individual States
to be responsive to those standards and to be held fully accountable
for them; that the actual implementation would be more effective
if done at an individual level by the individual States.

Deborah?

l\l/{s. Buck. That pretty much reflects our approach to this, as
well.

In New York State, we have a very good working relationship
with the protection and advocacy agency, the Independent Living
Centers. We really respect the latitude that is needed by my col-
leagues in other States, recognizing that many of them could devise
very creative means to address the need for advocacy. That needs
to be supported rather than trying to direct activities to one known
entity.

Chairman OwgNS. So, we are not prohibiting or preventing any
States from having advocacy programs now.

Ms. Buck. No, you are not.

Ms. BaimLey. I think the issue, though, is that when States have
tried to do advocacy activities, there have been threats to directors
of State programs of losing their jobs. It depends on the agency in
which they have been housed.

It is very difficult to try to effect change when you are a pro-
gram housed in the vocational rehabilitation department and that
is the agency you are trying to change.

So, in terms of States providing advocacy services, there have
been, in several instances, directors of the projects who have lost
their jobs.

Chairman OwegNs. Well, that is most unfortunate. I would like to
know more about that. Is that a problem in terms of minority out-
reach, also——

Ms. Bangy. I do not think so.

Chairman OwegNs. [continuing] that there is a danger of them
lt}))sing their jobs? Why aren’t they doing more minority outreach
then?

Ms. Banky. I cannot speak specifically for the States, but I
think, because of the scope of the project, that States have just
been concerned with trying to develop a consumer-responsive state-
wide system. They have gotten the consumer involvement piece but
have not gotten to the statewide piece. I guess some States are
doing a very good job in the area of outreach, but then there are
some States that have not addressed the issue at all.

Chairman Owgns. Other than Virginia, what States are doing an
outstanding job, in your opinion?

Ms. BamLey. Well, I think that, when it comes to Native Ameri-
cans, New Mexico, Alaska, and Utah are doing good jobs; when it
comes to African-Americans, New York, Virginia, Tennessee, and
South Carolina.
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Chairman OwEens, You said something about a one-time effort.
Can you explain what you meant?

Ms. BalLEY. Public awareness activities are directed at getting a
message across via a sort of one-shot approach. My definition of
this sort of outreach effort is taking a rifle and spraying a larger
area and targeting specific groups.

Outreach is just a general approach to trying to reach a large
number of people. It is cost-effective, but then when you see that
there are groups that are not being served, then I think you need
to specifically target those groups.

Chairman Owens. How long has your agency been funded for
this contract?

Ms. BaiLEy. We had a 3-year contract. The first contract was
awaggzed in 1989, and we just got a new 2-year contract October 1
of 1992,

Chairman OweNs. What is the amount of the contract?

Ms. BAiLEY. The original amount was $500,000 a year, and our
new contract, which includes an additional task of information dis-
semination, is for $600,000.

Chairman OwEeNs. How many staff members do you have?

Ms. BaiLey. Five full-time staff members. We work with a net-
work of consultants, three specifically, but then we have other con-
sultants as part of our larger network.

Chairman Owens. What do you think of the recommendation
that a national information network be established? How does that
overlap with what you are doing?

Ms. BaiLey. I think there probably is some overlap, but I am not
sure what a national information network would include.

If its purpose is to provide a clearinghouse for information, I am
not sure if it is needed. I think that all of the States have estab-
lished information and referral systems. There should be some
kind of support available for those States to maintain, build upon,
and expand the I&R systems they have already in place.

Chairman OweNs. Would either of you like to comment on that?

Ms. Buck. I would like to. Speaking from a State that has main-
tained an information and referral service for about 10 years, I
prefer to maintain that on a State level.

We currently have over 600,000 items on information and refer-
ral in our computerized database, and the effort to maintain the
accuracy and consistency of that information is tremendous. I
would be extremely hesitant to support a national I&R system. I
:\}f]ould be very cautious about the quality of information involved in

at.

What I would support, however, is a national I&R access in
terms of specific devices in the form of ABLEDATA. ABLEDATA,
which individuals can access through our bulletin board service
from their home, currently has 17,000 to 20,000 items of devices
listed on it. Even that needs to be maintained.

Obviously, technology changes daily, and I am sure the effort to
ensure that it is reflective of changing technologies is vital, but it
is also a very large job.

Chairman OwEeNs. Is the information and referral service in New
York State just for assistive technology?
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Ms. Buck. No, it is not. As I said, it has been operating for 10
years, and only until we got the assistive technology grant did we
then add in that component.

We were doing referrals for assistive technology if someone
would call up and look for wheelchairs, but we did not have the
methodology on our computerized database at that point specifical-
ly identified as AT and we were not tracking it. We have since
made those changes.

Our information and referral database is a single entry point for
persons for the State. It responds to any question related to a dis-
ability issue from birth to death, and people can get it in a multi-
tude of formats. Adding the assistive technology and the Part H
central directory ensures that it is a more comprehensive ap-
proach. Generally, when ple call up asking for assistive technol-
ogy, that is not the only thing that they need.

hey need the additional services that go with it, the training, et
cetera, and a comprehensive database such as ours provides one-
stop shopping.

Chairman OwgNs. Would it not be improved if you had a nation-
al hook-up so that you could tell the Native Americans in New
York State what they are doing for Native Americans in New
Mexico, since that is a model program out there?

Ms. Buck. Some of those things can already be accomplished
through current networks, such as AppleLink, SpecialNet, Inter-
Net, that already exist.

I mean you can sit down and spend all day at your computer
networking. RESNA links us with the—I mean they are a vital re-
source in terms of finding out what other people are doing and
being able to disseminate and share that information.

Chairman Owgns. Mr. Knorr.

Mr. KNoORR. 1 fully agree with what Deborah has said. I think it
is very important, on a national level, to keep the databases updat-
ed on devices. I think that is very relevant for everyone across all
of the States.

However, that is not the only information that the consumers
are looking for. They are also saying, “Now that you have told me
about this device, where can I get training in how to use this
device, where can I purchase the device, how can I receive funding
support for this device?”

That information has to be locally and regionally developed and
specific for their needs. So, I support fully what Deborah said.

Chairman OweNs. It is absolutely essential that every State have
an adequate information and referral setup.

Mr. KNoRrR. | feel it is very important.

Chairman OwgNs. You can supplement that by having certain
specialized information fed into it from other places.

Mr. KNorr. Yes, sir, exactly.

1 ;vdould also like to comment on one thing that Nell had men-
tioned.

In the State of Virginia, we are administered by the Department
of Rehabilitative Services, and I would like to say that we have en-
joyed a wonderful relationship with them. They have provided in-
credible support to us in terms of staff resources and technical sup-

port.



67

Although we are housed in the Department of Rehabilitative
Services, our Commissioner says that it is a right that each individ-
ual have the technology they need and that it is my job to make
sure that we advocate for that right.

So, we have received nothing but full support from them. The
Commissioner is involved in the actual design of this program and
ongoing supervision.

So, I think that speaks to the fact that implementation in each
State should be left up to the States. What we need to be told is
what is it that we need to accomplish and then be held accountable
for it.

If it does not work in one State within a particular system, fix
that particular problem, but do not attempt to mandate to the
States that it should be housed in a particular type of activity.

Chairman OweNs. Would you say the same thing is true of New
York, Ms. Buck——

Ms. Buck. Yes, I would, exactly.

Chairman QweNs. [continuing] a positive relationship between
the program and the State?

Ms. Buck. Qur agency has never had responsibilities to provide
direct services until receipt of this grant. We have always been a
systems advocacy agency, and that has put us in a very key posi-
tion in being able to bring about systems change.

We have a very close working relationship with the Commission-
er of VR. We are trying to work closely with the State Education
Department, particularly with regards to Ms. Somoza, and they are
represented on our interagency board on Assistive Technology.

One of the things I would recommend, though, is that, in ensur-
ing that States have flexibility to have the governor determine
what agency can most effectively institute the program, I think
there needs to be a safeguard for those projects; as Ken said, clear-
ly identify what their responsibilities are but safeguard their abili-
ty to actually advocate for the changes that are needed.

Could 1 go back and identify one other benefit of the State I&R
project as opposed to a nationwide one?

Chairman OwEeNs. Sure.

Ms. Buck. One of the ways that our State I&R has been of bene-
fit is that it helps us to identify what systems change problems
need to be addressed.

For example, we track every call that comes in; the type of call,
what county it comes from, the content, and where it is referred.

We can go back to that data and identify where the problem is.
Is somebody having a lot of problems with workman’s compensa-
tion? Is it with medicaid/medicare? Exactly where is the problem?

Is it a statewide policy level issue that needs to be intervened on
a commission level, or is it more a matter of dissemination of infor-
mation-——someone in a local county is not getting the appropriate
information that the statewide level entity has already agreed to?

So, it very much helps in the systems advocacy responsibility to
identify those problems where we, as agency collaborators, can in-
tervene and bring about the changes that are needed.

Chairman Qwens. While you have the mike, Ms. Buck, there are
a couple of other questions 1 would like for you to elaborate on.
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Does the State of New York supplement the funding for this pro-
gram? You mentioned that the population is so much greater than
in other States, yet your funding level is about equal to those
States. What hardships does that create, or is the State rich
enough to provide some of the funding?

Ms. Buck. I will share with you that, in the last 5 years, because
of the State’s fiscal crisis, the New York State Office of Advocate
for the Disabled has lost more than 50 percent of its staff.

Separate from that issue, they do supplement the project with
many in-kind costs. They provide all of our office space, a lot of
support services, et cetera.

There are staff that are directed to provide in-kind services to us:
our attorney, the fiscal personnel officer, all of the other key com-
munity development people.

Everything in our agency is, again, seen as a holistic approach,
so that when someone is in the community talking about accessible
transportation issues or the ADA, they are also talking about assis-
tive technology.

Chairman %yWENS. What is the amount of the funding that you
receive in New York State for this project?

Ms. Buck. We get $615,000.

Chairman OweNns. Ms. Bailey, how does that compare to most
States?

Ms. BanLgy. I think it is a little above what most States are get-
ting. New York is still in its development phase. This is part of
their extension grant.

So, most of the States in the development phase are getting an
average of $525,000, I would think.

Chairman OwgeNs. Most of the States? New Mexico?

Ms. BanLgy. I would think so.

Chairman OweNs. Rhode Island? Delaware? They are all getting
about $500,0007 _

Ms. Baitey. The law says a minimum of $500,000.

Chairman OwgNs. I just want certain things on the record here.
California and New York get about $600,000.

Ms. BaiwLey. California has not been funded yet. '

Chairman Owgns. Oh, California has not been funded yet.

Ms. BaiLey. Right, but Texas does.

Chairman OwgNs. Texas gets $600,000.

Ms. BAILEY. About $500,000.

Chairman OwgNns. Florida, Texas, California, the most populous
States receive about the same, maybe $100,000 more, you say.

Ms. Buck. In some of the information that is available, from
what I have seen, it seems like many of the other States initially
got larger awards. They have tried to increase ours significantly,
but we are not that much ahead of—maybe $2,000-—most States.

The other issue to consider as well is that New York is a very
high cost-of-living State. For example, you could have a conference
and bring in a number of consumers in a midwestern State and
provide hotel rooms for people at $35.

Chairman OwegNs. Sticking to the fact that you have a popula-
tion of 17.9 million and 2.5 million disabled, which is greater than
the population of some of the States, there seems to be a problem
of inequity which I think we have to address.
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Hopefully, we can prevail on the Appropriations Committee and
the new administration, not to decrease any grants, but to address
the problem of the gross inequities with respect to States with
large populations to be served.

Ms. Buck, you stated in your written testimony that it would be
premature to require States to establish low-interest loan pro-
grams. Can you explain why you feel that is the case?

Ms. Buck. Well, New York State has a low-interest loan program
that, again, has existed for about 10 years. It is administered by
our New York State Department of Social Services.

It is a small fund that is funded yearly by the State legislature
and is depleted very quickly. It also has an extremely high default
rate.

Chairman OweNs. What do you mean “depleted very quickly?” It
is s0 much per year?

Ms. Buck. It is s0o much per year. With the very high default
rate, with people not paying back, it is difficult to get it to be an
actual revolving fund. So, the fund is depleted quickly and people
often have to wait until new allocations are made.

We are working very closely with our Department of Social Serv-
ices to identify those factors that are causing the default issue so
that we can develop more creative approaches to the issue.

We endorse the issue of low-interest equipment loan funds, but
again, that is not the panacea. It is kind of like the issue of advoca-
cy. There is no one approach that is going to be the right approach.

What we support is the initiative to support very creative efforts
in developing forms of financing that, again, will empower people
with disabilities, enable them to establish credit ratings, and
become more independent, as opposed to being totally reliant on a
State-operated system continually.

Chairman Owens. Do you want to comment on that, Mr. Knorr?

Mr. KNoORR. Yes, sir.

Part of the national research that we will be doing as it relates
to loan financing will be looking for some creative ways to leverage
additional resources.

We are going to be looking at ways to buy down interest rates
through a particular fund; get them down to a point where a con-
sumer can afford to take up the loan over a long period of time.
Another thing that we will be doing is looking for ways to guaran-
tee the loan so that we will be able to use the commercial banks.
This will make it more appealing to folks within the banking in-
dustries. We will also be looking at the Community Reinvestment
Act to see what leverage that might have with the folks in the
banking industries.

I think we all need to look for ways to leverage as many re-
sources as we can. There is a huge neeg all across the country, and
it is going to be very difficult. We need to figure out the best model
to introduce in a particular State for loan financing; to figure out
how are we going to come up with the funds to put in this kitty.

Sure, it is not going to be as much as for a revolving loan fund
where you need up front, but you are still going to need some
money to guarantee the loans and to buy down the interest rates. 1
do not know that any of the individual States at this point have
money set aside as we move towards that direction.
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Chairman Owens. While you have the mike, Mr. Knorr, I would
like to close out with a question that leads us to another dimen-
sion.

Virginia is to be congratulated for its Blue Ribbon Commission
which existed prior to the bill’s funding, and you, as a result, have
jump-started and are way ahead of everybody else. You really have
a model program, and I congratulate you on that.

Maybe you can investigate possibilities of going to another level.
Are most of the assistive technology devices manufactured in the
United States, or do they come from Germany or Japan or other
industrialized nations? Do you happen to know offhand?

Ms. Buck. It varies for different types of devices. For example,
many of the wheelchair components are manufactured overseas
and are then brought in and combined with other American-made
products. It really does vary like many of the computers and the
small chips, et cetera.

Chairman Owens. Well, I was proceeding on the assumption that
the laws in the United States with respect to people with disabil-
ities are far ahead of most of the industrialized nations. As a
result, I think we are doing some things they are not doing. That
will be reflected in the fact that we have created a market for
these devices.

I wondered to what degree they are being manufactured here. Is
this not an area where we might want to make some recommenda-
tions to the President and the Department of Commerce, or if not,
an opportunity for some States. I just asked my assistant for a list
of manufacturers and wholesalers.

There is an area here that might generate an industry in which
we could stay ahead of the rest of the industrialized world and also
generate a stream of revenue that might be used to accomplish
some of the things you were talking about if we can tie it in some
way to that process.

Mr. Knorg. I think it would be very easy to find out the number
of manufacturers in the United States versus other areas.

If you look across the country at all the information and referral
systems that we have and at what they are doing--putting consum-
ers in touch with more information on devices—we are now able to
provide consumers with the same kind of information—various
types of models, how efficient, dependable, and reliable they are,
and the cost figures that we can get from “Consumer Report” when
preparing to buy a car.

Think of how that is not only empowering the consumers but ef-
fecting the cost of the various devices as consumers have informa-
tion on why one costs more than another particular type of device.

Ms. Buck. The need to encourage capacity-building among manu-
facturers in New York State and the country at large is vital.

For example, the stand-up chair that Anastasia was using, was
developed in a very small town close to Albany, New York.

It is one of the most economically destitute counties in the State.
The chair was developed at a boat manufacturing firm which has
suffered numerous losses because of the luxury tax. An engineer
worked very closely with them to retrofit and retrain some of their
employees to start manufacturing this type of device.
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Our office gets numerous calls from people who are trying to de-
velop equipment and devices. The New York State-——under the De-
partment of Economic Development, the Science and Technology
Project actually provides funds for supporting the development of
devices that will get to market. They do it on a royalty-type basis,
and we sit on that board. There is a greater need for it, and we are
going to be working with them to do some training for manufactur-
ers and vendors to clarify their idea and actually bring it to frui-
tion.

Chairman Owens. 1 think it is an area that needs to also be ex-
plored on a national level. We should look for some tradeoff from
the industry as a result of stimulating such development.

Thank you again. I am going to yield to Mr. Scott for the last
question.

Mr. Scorr. I just had a couple of real quick questions.

Ms. Buck, when you put some of these things on the bulletin
board, for example, the availability of devices, how long do they
stay on the bulletin board?

Ms. Buck. The HYPER-ABLEDATA database is on the bulletin
board currently. We subscribe to ABLEDATA, and as we get the
updates, it is just modified on the bulletin board. So, it is a contin-
ual access thing.

Mr. ScorrT. I-glow long does it take someone to find out what is
there that they have been waiting for?

Ms. Buck. Oh, the equipment exchange. The equipment ex-
change program in the State is still so very new—it has only oper-
ated for a 6-month period, and we recently had three matches. So,
determining how long equipment eventually stays on there is some-
thing that we are still working out.

We are using guidance established by our counterparts in other
States who have been operating programs for quite some time, but
we are going to have to work that out.

Mr. ScorT. You mentioned a high default rate. Can you give an
estimate of what the default rate is on some of these loans?

Ms. Buck. Twenty-five percent.

Mr. Scort. Seventy-five percent get paid back?

Ms. Buck. Yes. There are a number of factors that are related to
that which need to be clarified.

Many of those services are being accessed by elderly persons who
are looking for devices that are currently not covered by medicaid
or medicare. There is a 10-year repayment loan, and often the
person either dies or the device does not work anymore. It is very
hard for someone on an extremely limited income to keep paying
on something for 10 years that does not work anymore.

Mr. Scort. Your experience is that 75 percent of the loans are
paid back?

Ms. Buck. Yes.

Mr. Scort. Ms. Bailey, how long are you funded for?

Ms. BaiLey. For 2 years, beginning October 1992. So, we are
funded through September 30, 1994.

Mr. Scott. Thank you.

Mr. KNoRR. One quick comment on the default rate. From our
research around the country, a 25-percent default rate is substan-
tially higher than the national average. I believe someone else will
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probably address that in more detail in a few minutes. I just
wanted to add that to the record. Thank you.

Chairman OwEns. Thank you again.

QOur third panel consists of Dr. Marvin Fifield, the Program Di-
rector, Utah State Program for Technology-Related Assistance,
from Logan, Utah; Mr. Steve Tremblay, Principal Investigator,
Alpha One, South Portland, Maine; Mr. Girish Yajnik, University
of South Carolina, Columbia, South Carolina; and Mr. Mark Odum,
Principal Investigator, National Rehabilitation Information Center,
Silver Spring, Maryland.

Mr. Tremblay has a plane to catch, so we are going to ask him to
lead off with the testimony. Mr. Tremblay, we will contact you
later with any questions that may not have been covered.

STATEMENTS OF MARVIN FIFIELD, PROGRAM DIRECTOR, UTAH
STATE PROGRAM FOR TECHNOLOGY-RELATED ASSISTANCE,
LOGAN, UTAH; STEVE TREMBLAY, PRINCIPAL INVESTIGATOR,
ALPHA ONE, SOUTH PORTLAND, MAINE; GIRISH YAJNIK, UNI-
VERSITY OF SOUTH CAROLINA, COLUMBIA, SOUTH CAROLINA;
AND MARK ODUM, PRINCIPAL INVESTIGATOR, NATIONAL RE-
HABILITATION INFORMATION CENTER, SILYER SPRING, MARY-
LAND

Mr. TREMBLAY. Good morning. Thank you. I am Steven Tremb-
lay. I am actually the President and founder of Alpha One, a
cNt;nter for independent living, which is based in South Portland,

aine.

I want to say, first of all, I found it a little humcrous earlier
when they were mentioning the boat tax. If I remember, Senator
George Mitchell, from back home in Maine, a few years ago, was a
strong supporter of the boat tax, which ultimately passed. Now he
is working vigilantly to repeal that tax so our boatbuilders on the
izoast of Maine will be able to once again profit, as opposed to make
0sses.

I want to begin by saying that I am here this morning to tell you
about a loan program that we established in the State of Maine in
1988. It was a bold initiative that we undertook in the area of assis-
tive technology.

Following up on the recommendations of the Independent Living
Commission, which 1 chaired, Maine voters were provided the op-
portunity, through a statewide referendum, to create a $5 million
revolving loan fund for assisting individuals with disabilities, their
families, and private businesses in acquiring assistive technology.

The State referendum question asked Maine voters the following:
“Do you favor a $5 million bond issue for the establishment of an
adaptive equipment loan fund which would enable persons with
disabilities to purchase adaptive equipment necessary to their inde-
pendence?”

Maine voters responded overwhelmingly in support of this refer-
endum, and it passed with a 60-percent majority.

At the time, with the exception of a few small public agency-
based loan programs and one developed by the American Founda-
tion for the Blind, which financed one item of assistive technology
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ogiy. experience with this financing strategy was really unavail-
able.

At the outset, our goal was to establish a loan program with a
very specific philosophy. In my opinion, it is this philosophy which
has made Maine’s program so successful and, I should add, really
the envy of the Nation. Let me share with you the guiding princi-
ples which govern the program.

1. First and foremost, the program is consumer controlled. This
criteria was assured by developing enabling legislation which re-
quired a consumer-controlled nine-member oversight Board. The
(Governor nominates these individuals, who are confirmed by the
legislature. The consumers represent cross disabilities.

Furthermore, the enabling legislation strongly recommended
that the Board contract with a community-based organization expe-
rienced in assisting persons with disabilities to help with adminis-
tering the program. In Maine’s case, Alpha One was hired as the
agent.

The legislation also specified that Maine’s finance authority
would serve as the fiduciary agent for this program. Both of these
organizations have proved to be effective and efficient in co-admin-
istering this program.

2. The eligibility criteria outlined in the enabling legislation are
simple and straightforward. These include the following: (1) a
“qualifying borrower”’ means any individual, profit or non-profit
corporation, or partnership which demonstrates that the loan will
assist one or more persons with disabilities to improve their inde-
pendence or become more productive members of the community,
and (2) the individual or corporation or partnership must demon-
strate creditworthiness and repayment abilities to the satisfaction
of the board.

3. The loan program is for people with all types of disabilities. It
is also available to private business, which is especially important
in light of requirements of the Americans with Disabilities Act.

4, As little as $250 or as much as $50,000 may be loaned to a
qualified borrower.

5. Rates of interest and terms for loans are established with the
input of the consumer, of Alpha One, and the Finance Authority,
the objective being to make loans as affordable as possible while
maintaining the program’s financial integrity.

This cooperation ensures that many consumers with limited in-
gomes and meager assets qualify for assistance. That's very impor-
ant.

6. The loan program can be the first means of financing assistive
technology. However, this does not preclude a consumer from get-
ting assistance through vocational rehabilitation or another public
source for some of his financing needs with the balance being ac-
quired through a low-interest loan. In fact, this strategy is often en-
couraged and has been highly successful.

7. The application process is time sensitive, requiring usually less
than 1 month.

8. Most loans are collateralized with the equipment financed. If
this is not practical, then personal assets like a savings account or
the individual’s residence, are used. Sometimes it is necessary for
the applicant to have a co-borrower sign on the loan.
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At this time, I want to share with you a few facts regarding
Maine’s loan program, which made its first loan in November of
lggg The figures which I will provide for you, are as of April 2,
1993.

As of that date, 242 loans had been closed. These loans amount
to $2,484,933. Forty-four loans have been paid off in the amount of
$210,792. The average loan size is $9,211, the average interest is 4.8
percent, and the average term is 5.2 years.

Only seven loans—I want to emphasize this—only seven loans
have been written off in the amount of $3,158. I am not sure what
the percentage is when you think of the amount loaned, but it was
too small to calculate, so I did not bother.

Fifteen to 20 new loans are being processed each month.

Suffice it to say, many assistive technology projects have ex-
pressed an interest in developing a loan program like ours. In fact,
2 years ago, NIDRR gave Alpha One a grant to help assistive tech-
nology projects start loan programs.

Minnesota, Arkansas, Alaska, Vermont, North Carolina, and
Utah are but a few of the projects we have helped.

Unfortunately, because this assistance came at a time when
economies of States were suffering, the results were only fair.
Nonetheless, Assistive Technology Act projects remain committed
to this financing concept.

Now, should we encourage the development of more loan pro-
grams? If so, should these programs operate like Maine’s, or should
other models be encouraged?

How is oversight built into a loan program; how do we ensure a
reasonable degree of equity if different models are pursued; and
most important, how can the Federal Government act as a catalyst
for the development of this alternative access mechanism?

Let me respond to the first question. Loan programs work, and
there should one in every State. Financing assistive technology
through loans reduces the demand on public agency funding.

Furthermore, it helps the consumer develop self-esteem and a
credit history, as well. This is a very significant system change.

These loan programs should be required to be in the private
sector, whether they are like Maine’s or utilize a different model.

Regardless of how they are structured, there should be strong
and specific requirements for authentic consumer oversight. This
oversight mechanism will ensure consumer responsiveness, help
with disability sensitivity, and assist in creating a fair appeal
mechanism.

If States choose to pursue different models, equity between these
programs can be ensured through legislative mandates which will
govern their development or could govern their development, ad-
ministration, eligibility, and appeal procedures.

In an ideal environment, with unlimited funds, the United States
Congress could appropriate money which States could acquire if
they matched it with local funds. The level of Federal funding
could be determined through a formula based on a State’s popula-
tion.

A more realistic approach, however, would be to establish a dem-
onstration loan guarantee program similar to the VA or the FHA
model with assistance from Alpha One if needed.
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The demonstration program’s objective would be to examine and
define both the interest subsidy and guarantee levels needed to get
commercial lending institutions interested in offering this type of
financial assistance. The data from Maine’s loan portfolio could ex-
pedite this process.

Also, the administrative structure which Maine’s program em-
ploys could be studied to determine if a similar model couid be rep-
licated in a commercial lending environment.

A demonstration program, with $15 million of new funding set
aside to assist up to 10 States examine this model over the next
three years, would have a big payoff.

A small amount of this money would be used to pay for technical
assistance, while the bulk of it would be used to subsidize and guar-
antee loans made for the acquisition of assistive technology.

In my opinion, harnessing the resources of the private lending
arena would be one significant way to assist consumers in meeting
their needs for assistive technology.

The results of this demonstration would be shared with the Con-
gress, NIDRR, the RESNA TA office, State-funded Assistive Tech-
nology Act projects, and other interested parties.

In closing, I strongly encourage you to appropriate new money in
the reauthorization of the Technology Act for this purpose. I know
it will bear results which will be a major component of the nation-
al solution needed to meet this challenge.

Thank you very much.

[The prepared statement of Steve Tremblay follows.)

STATEMENT oF STEVE TREMBLAY, PRINCIPAL INVESTIGATOR, ALPHA ONE, SOUTH
PORTLAND, MAINE

My name is Steven Tremblay. I am the founder and President of Alpha One, a
center for independent living based in South Portland, Maine. The organization’s
mission is to develop and provide independent living opportunities for Maine's citi-
zens with disabilities.

In 1988, the State of Maine undertook a bold initiative in the area of assistive
technology. Following up on the recommendations of the legislatively established In-
dependent Living Commission which I chaired, Maine voters were provided the op-
portunity throug% a statewide referendum to create a $5 million revolving revolving
loan fund for assisting individuals with disabilities, their families and private busi-
nesses in acquiring assistive technology.

The referendum question asked Maine voters the following: “Do you favor a $5
million bond issue for the establishment of an Adaptive Equipment Loan Fund
which would enable persons with disabilities to purchase adaptive equipment nec-
essary to their independence?”’

Maine voters responded overwhelmingly in support of this referendum and it
passed with a 60-percent majority. At the time, with the exception of a few small
public agenc -based loan programs and one developed by the American Foundation
for the Blind which financed one item of assistive technology only, experience with
this financing strategy was unavailable.

At the ouiset our goal was to establish a loan program with a very specific philos-
ophy. In my opinion, it is this philosophy which has made Maine’s program so suc-
ceasful and, I should add, the envy of the Nation. Let me share with you the guiding
principles which govern the program.

1. First and foremost, the program is consumer controlled. This criteria was as-
sured by develo;i:ng enabling legislation which required a consumer-controlled nine-
member oversight Board. The governor nominates these individuals who are con-
firmed by the legiglature. The consumers represent cross disabilities. Furthermore,
the enabling legislation strongly recommended that the Board contract with a com-
munity-based organization experienced in assisting persons with disabilities to help
with administering the program. In Maine’s case, Alpha One was hired as this
agent. The legislation also specified that Maine's Finance Authority would serve as



76

the fiducia ent for this program. Both of these organizations have proved to be
effective and efficient in co-administering this program.

2. The eligibility criteria outlined in the enabling legisiation are simple and
straightforward. These include the following: (1) a “qualifying borrower” means any
individual, profit or non-profit corporation, or partnership which demonstrates that
the loan will assist one or more persons with disabilities to improve their independ-
ence or become more productive members of the community, and (2) the individual
or corporation or partnership must demonstrate creditworthiness and repayment
abilities to the satisfaction of the board.

3. The loan program is for people with any type of disability. Also, it is available
to private business which is especially important in light of requirements of the
Americans with Disabilities Act.

4. As little as $250 or as much as $50,000 may be loaned to a qualified borrower.

5. Rates of interest and terms for loans are established with the input of the con-
sumer, Alpha One, and the Finance Authority, the objective being to make loans as
affordable as possible while maintaining the program’s financial integrity. This co-
operation ensures that many consumers with limited incomes and meager assets
quali%lfor assistance.

6. The loan J:brogram can be the first means of financing assistive technology.
However, this does not preclude a consumer from getting assistance through Voca-
tional Rehabilitation or another public source for some of his financing needs with
the balance being acquired through a low-interest loan. In fact, this strategy is often
encouraged and has been highly successful.

7. The application process is time sensitive requiring usually less than a month.

8. Most loans are collateralized with the equipment financed. If this is not practi-
cable then personal assets like a savings account or the individual's residence are
used. Sometimes it is necessary for the applicant to have a co-borrower sign on the
loan.

At this time, I want to share with you a few facts regarding Maine's loan program
which made its first loan in November of 1989.

The figures as of April 2, 1993:

Two hundred and forty twe loans have been closed.

These loans amount to $2,484,933.

Forty-four loans have been paid off in the amount of $210,792.

The average loan size is $9,211.

The average interest is 4.8 percent.

The average term is 5.2 years,

Seven loans have been written off in the amount of $3,158.

Fifteen to 20 new loans are being processed monthly.

Suffice to say many assistive technology projects have expressed an interest in de-
veloping a loan program like ours. Two years ago, NIDRR gave Alpha One a grant
to help assistive technol projects start loan programs. Minnesota, Arkansas,
Alaska, Vermont, North %zrolina and Utah were but a few of the projects we
helped. Unfortunately, because this assistance came at a time when States’ econco-
mies were suffering the results were only fair. Nonetheless, Assistive Technology
Act projects remain committed to this financing concept.

Should we encourage the development of more loan programs? If so, should these
programs operate like Maine’s or should other models be encouraged? How is over-
sight built into a loan program and how do we ensure a reasonable d of equity
if different models are pursued? And most important, how can the Fﬁerai Govern-
ment act as a catalyst for the development of this alternative access mechanism?

Let me respond to the first question. Loan programs work and there should be
one in every State. Financing assistive techno through loans reduces the
demand on public agency fundinﬁ‘ Furthermore, it helps a consumer develop self-
esteem and a credit history as well. This is a very significant system change,

These loan programs should be required to be in the private sector whether they
are like Maine’s or utilize a different model. Regardless of how they are structured
there should be strong and specific requirements for authentic consumer oversight.
This oversight mechanism wimnsure consumer respongiveness, help with disability
sensitivity and assist in creating a fair appeal mechanism.

If States choose to pursue different models equity between these programs could
be ensured through legislative mandates governing their development, administra-
tion, eligibility, and appeal procedures.

In an ideal environment with unlimited funds the United States Congress could
apﬁlopriate money which States could acquire if they matched it with local funds,

e level of Federal fundin% could be determined through a formula based on a

State’s population. A more realistic approach, however, would be to establish a dem-
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onstration toan guarantee program similar to the VA or FHA model with aseistance
from Aipha One. The demonstration program’s objective would be to examine and
define both the interest subsidy and guarantee levels needed to get commercial
lending institutions interested in offering this type of financial assistance. The data
from Maine's loan portfolio could expedite this process. Alsc, the administrative
structure which Maine's program employs could be studied to determine if a similar
model could be replicated in a commercial lending environment. A demonstration
program with $15 million of new funding set aside to assist up to 10 States examine
this model over the next 3 years would have big payoff. A amall amount of this
money would be used to pay for technical assistance while the bulk of it would be
used to subsidize and guarantee loans made for the acquisition of assistive technolo-
gy. In my opinion, harnessing the resources of the private lending arena would be
one significant way to assist consumers in meeting their needs for assistive technol-
ogy. The results of this demonstration would be shared with the Congress, NIDRR,
the RESNA TA office, State-funded Assistive Technology Act projects and other in-
terested parties.

In closing, I strongly encourage you to appropriate new money in the reauthoriza-
tion of the Technology Act for this purpose. I know it will bear regults which will be
a major component of the national sclution needed to meet this challenge. Thank
you.

Chairman OweNs. Thank you. Before you go——

Mr. TrREMBLAY. I do not have to leave just this moment. I did not
want to end up being caught short on the other side.

Chairman OwEeNS. Since default rates is an important item here,
I just want to make sure I understood what you were saying. In
Maine, seven loans have defaulted for about $3,458 out of 240 loans
which total $2,484,000?

Mr. TREMBLAY. Precisely.

Chairman OweNs. I just wanted to make sure that the record
has that clear. Thank you.

QOur next speaker is Dr. Marvin Fifield, the Program Director,
Utah State Program for Technology.

Dr. Fifield.

Mr. FrrieLp. Congressman Owens and Congressman Scott, I am
very happy to be here.

I want to start with an apology. I had prepared my testimony on
a floppy disk so that it could be read on Screen Writer for people
that have vision loss, and I also prepared it in braille, but in my
anxiety to get out of the snow of Utah and get over here into the
sunshine of Virginia, I left it.

I make that announcement because I have it available, and 1
would be happy to distribute it in an alternate format if the people
that are here would like to have that testimony.

Chairman Owens. Thank you for the announcement. We will
make certain that the committee makes it known that it is avail-
able if you will send it to us.

Mr. FiFiELD. I certainly will.

Utah was among the first nine States that was approved for a
Title I project. In the 4% frears we have been in this, we have spent
this time trying to implement a consumer-responsive statewide
system. I might add that this has probably been the most exciting
and rewarding time of my life.

The impact of the Assistive Technology Act must be more than
just simply helping people get the assistive devices that they need.
The legislation calls for the development and implementation of a
consumer-responsive statewide program of assistive technology as-
sistance.
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Now, this requirement is a unique way of addressing the needs of
people with disabilities. Just as technology changes our financial
institutions and has changed our communications systems, assis-
tive technology will change our human service systems.

Traditionally, we have focused our efforts on trying to fix a dis-
ability by finding a cure, rehabilitating, educating, or providing
care. Assistive. technology focuses on the environment, providing
access to that environment or modifying the environment to ac-
commodate the individual.

This paradigm shift from individual to environment was recog-
nized in Congress in 1988. Title I activities of the Assistive Technol-
0§y Act authorized many things that could be used as systems
change, or they could also be used to provide and supplement serv-
ices as usual.

The funding that is provided by the Assistive Technology Act is
minuscule compared to the combined State and Federal funding
that goes into education, rehabilitation, health systems, and our
special disabilities programs. The only way that the Assistive Tech-
nology Act will have the envisioned impact is if these efforts are
focused on changing the systems rather than providing just an-
other strategy or treatment option.

It was with this in mind that Utah submitted their application
emphasizing systems change rather than direct services.

In the appendix of my testimony, if you will turn past page 10—
it is just at page 10—in Table I I have listed five indices of systems
change. These were the activities that we focused on. That is in the
first column of Table I.

The second column is the evidence of outcome or the results of
4% years of attempting to change these systems, the activities we
are funding, changing the funding streams, tracking equipment
and changing policy.

The third one is .interagency participation; the fourth is con-
sumer participation in decisionmaking; the fifth is awareness train-
ing. '

I am sure you will recognize that these are very similar to Vir-
ginia’s systems change activity. I prepared this table for the pur-
pose of showing the systems, indeed, can be changed, and we can
measure these changes.

I believe it simply can be done, and we have not done it all.
There is a lot more to do as you can see by the evidence that we
have so far in Utah. State government is under a great deal of
stress. Many States are cutting back their human service systems
rather than expanding them.

Systems change, the kind that was envisioned by Congress in the
Assistive Technology Act, does not come quickly and it will not
come easily. A short-time stimulus of a little Federal money in as-
sistive technology will not generate the systems change that we are
asking for.

Furthermore, 1 do not believe that additional legal advocacy and
asserting the rights of people with disabilities will obtain the de-
sired change that we want in our system.

The benefits envisioned by the Assistive Technology Act will only
come when our public service providers recognize that the needs of
the consumer can more effectively or economically be provided
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through assistive technology than a lot of the other techniques that
were used in the past.

We will know when we have succeeded, when the priorities shift,
when we reallocate funding and resources to facilitate assistive
technology.

I believe that in order to accomplish that, we have to teach, we
have to demonstrate, and we have to persuade the service agencies.
Those are training activities.

Training can occur at many levels. It ranges from awareness
training to very highly-refined professional skills and competencies.
Congress recognized this and put training in the Assistive Technol-
ogy Act in both Title I and in Title I1.

With the exception of just a few hundred thousand dollars, virtu-
ally all of the money in the last authorization has gone into aware-
ness-type training. We have very aggressively pursued awareness
training, public awareness particularly. Virtually every State has
undertaken awareness activities.

My point is that I submit, under the reauthorization, we must
look beyond training at the awareness level; we must look at pro-
fessional competencies and skills and training.

On the last page of my testimony I have a schematic chart that
identifies four levels of training. It also identifies the population
this training needs to be directed toward, and it suggests appropri-
ate content areas.

To date, the emphasis has been on the bottom two tiers, the
bottom-most of that pyramid. This is awareness and familiarity
training. In the reauthorization, we must shift to skills training as
the primary focus, particularly of Title IL

After we had been in the program for 2 years, we became aware
in Utah that the consumers were better informed about available
technology and the benefits that it provided than the providers.

We found that consumers were more eager to learn about tech-
nology. We found many of our providers, who we attempted to
tlilaiﬂ’ to be technologically illiterate. Some of them were techno-
phobic,

Even those that claimed to be knowledgeable and literate, only
knew about technology in very narrow areas of systems and de-
vices,

We tried to offer classes in special education, communicative dis-
orders, occupational and physical therapy, rehabilitation and about
assistive technology, and we could not find faculty members that
could teach those courses.

Other Title I State programs have experienced almost the same
thing. I believe all 42 of the funded States have found that it has
been extremely difficult, and in some cases impossible, to find ade-
quately skilled and trained staff for our own programs.

Our universities are turning out thousands of special educators
and speech language specialists without even basic exposure to the
available technology that they should be working with,

Occupational and physical therapists, who are graduating, know
only about the technology that they use on a day-by-day basis.
They know nothing about computers, language systems, job accom-
modations, or low-vision technology.
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Unless we are willing to continue to just learn on the job or take
trial-and-error learning, we must be ready to invest in professional
training in a significant way.

We need long-term assistive technology training programs that
will include interdisciplinary experiences in working with consum-
ers, where they evaluate needs and they modify and customize
technology to meet those needs. This training must be provided in
an environment where consumers are active participants in all de-
cisions.

To provide this type of training, we have got to ook beyond just
the resources of the Assistive Technology Act. I recognize this.

In the Individuals with Disabilities Education Act, the personnel
preparation section alone provides over 380 million for training.
That Act needs to be amended to include assistive technology.

The new Rehabilitation Act has a large amount of money--—-more
money than in the Assistive Technology Act—for long-term train-
ing. We need to amend those acts so they will include the training
of occupational and physical therapists and other personnel so that
they are technologically literate.

Providing assistive technology requires the experience and exper-
tise of engineers, computer scientists, and manufacturers, as well
as skilled craftsmen and technicians in electronics and fabrication.
Currently, there is virtually no systematic training for these disci-
plines. This is where I think the Assistive Technology Act needs to
step in.

Last year, Utah State University was funded for a small program
out of Title II for an assistive technology careers demonstration
training program to address this very need.

We provided stipends for 16 seniors who were training to be engi-
neers; industrial technologists; computer scientists; and communi-
cative disorders, rehabilitation, and special education personnel.

These undergraduate seniors were brought together in teams.
They received nine university credit hours for a year-long course.
It has 4 more weeks to finish up this year.

The course included didactic training where they learned about
the nature of disabilities, human service systems, and various disci-
plines. The important part was the practicum—the hands-on expe-
rience of working with consumers—actually designing, fabricating,
and changing devices, and finally, arriving at assistive technology
solutions.

At this point, each of these 16 trainees are working on several
technology projects. They are designing, fabricating, and customiz-
ing their adaptive technology.

Several are using assistive technology as their senior research
project, and we are entering two of these designs into the National
Science Foundation competition.

The results of this 1-year experience have been nothing short of
spectacular. The engineering and computer science students, we
found, are delighted to be able to use their technology skills to
meet a real human service need.

By focusing on seniors, stipends can be very small. They will
accept almost anything to keep in school. We can accept more stu-
dents that way.
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This is before seniors have made their commitments to careers,
s0 they can be recruited into rehabilitation engineering and assis-
tive technology fields.

Even those whose career choices inciude building our bridges,
building our space shuttles, program computers, or working on
weapons systems, I believe wili be highly influenced by this inter-
action that they have had in this year-long project.

Throughout their lives, with each new invention or each new
technology device in which they come in contact, they will view
them as potential assistive devices, and every time that they inter-
act with a person with a disability, I believe their thoughts will
return to how their technical skills can help that person in this
ever-expanding field of technology.

This was a first-toe-in-the-water approach to a very critical train-
ing need. In the reauthorization of the Assistive Technology Act,
we must strengthen Title II and focus on higher-level training.

There is also a need for special institutes to provide training to
university faculty. This is the quickest way that we can establish
the pre-service training that is needed for many of the disciplines
that require a knowledge of technology.

We need to develop materials and in-service training for people
that are already providing services, and we need to do something
about the licensing and the certification requirements so that assis-
tive technology competencies and skills are included.

Let me summarize my testimony by making four recommenda-
tions concerning the reauthorization of the Assistive Technology
Act. You will recognize that these are very close to what Ken pre-
sented for Virginia.

I recommend that Title I reauthorization be extended an addi-
tional 5 years, permitting States to continue the activities and es-
tablish a consumer-responsive statewide program for technology-re-
lated assistance.

I recommend that continued funding for Title I be competitive,
not on a formula; that it be based on evidence of progress.

I recommend that the activities authorized under Title I focus on
systems change and, as was testified by Ken, that benchmarks of
progress be identified and monitored.

I recommend that Title II be expanded to authorize a variety of
assistive technology careers training projects; that these focus on
specialized training; and that we include undergraduates, assistive
technology training for engineers, computer scientists, and design
personnel. This should include training of technicians in fabrica-
tions, electronics, and computer techniques. Special institutes
should be authorized for assistive technology leadership training.

In conclusion, no human service can be any better than the
training of the people to provide that service. The best assistive
technology in the world, well financed and made universally avail-
able, will not be successful unless those people providing the tech-
nology, have the competencies and the skills to determine need, to
idelatify appropriate technology, and to adapt it to meet those
needs.

Thank you.

[The prepared statement of Marvin Fifield follows.]
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Reauthorization of P.L. 100407
Testimony Submitted to
The House Subcommittee on
Select Education and Civil Rights
Major Owens, Chairperson

by Marvin Fifield

Congressman Owens and Committee members, my name is Marvin Fifield, and 1
direct the Utah Assistive Technology Program. Utah was among the first nine states
approved for a Title I project. Thus, the past four years, have been spent implementing a
consumer-responsive, statewide system of assistive technology in Utah, I might add that this
has been among the most exciting and rewarding experience in my life.

The impact of P.L. 100-407 must be much more than simply helping persons with
disabilities obtain assistive devices. The legislation calls for the development and
implementation of a consumer-responsive, statewide program of technology-related
assistance. This requirement is a unique way of addressing the needs of persons with
disabilities. Just as technology has changed our financial institutions and communication
systems, assistive technology will change our human service systems.

Traditionally, we have focused on fixing disabilities by finding cures, rehabilitating,
educating or providing care. Assistive technology focuses on the environment: providing
access or modifying the environment to accommodate the individual. This paradigm shift
from individual to the environment was recognized by Congress in 1988. Tile I of the Tech

Act authorized a variety of systems change activities, However, many of those authorized

Testimony to House Sub ittee on Education and Civil Rights
Marvin G. Fifield
April 19, 1993
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activities can be used either to change a system or to provide support and supplement
services as usual.

The funding provided by the Tech Act is minuscule compared to the combined state
and federal funding for education, vocational rehabilitation, health systems, and special
disabitity programs. Thus, the only way the Tech Act will have the envisioned impact is if
efforts are focused on changing systems, rather than providing just another strategy or

treatment option.

Svstems Change
With this in mind, Utah's Title | application emphasized systems change rather than

direct service. Selected activities were designed (0 make changes in Utah’s public and
privale service systems. Activities included (a) expanding the number and the size of
funding streams for assistive technology, (b) resolving policy and procedure barriers,
(c) placing consumers into the decision making process of agencies at all levels, and
(d) bringing the assistive technology efforts of different services agencies together to enhance
peer pressure and stimulate needed change.

We feel good about the changes we have been able 10 influence, Most significantly,
we feel that these changes will have an accumulative effect in the years to come.

Appended to my testimony in Table I are five indices of systems change. In the

second column are outcomes evidence of system change in each of these areas, As the ble

Testimony to House Sub ittes on Education and Civil Rights
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indicates, we still have much to do in Utah before we have a consumer-responsive, statewide
system of assistive technology services.

State government is under a great deal of stress. Many state human service programs
are cutting back rather than expanding because states do not have the money to match
available federal funds.

Systems change, the kind eavisioned by Cengress in the Tech Act, doesn’t come
quickly nor easily. A short time stimulus of a little federal money in assistive technology is
not going to generate the systems change or the bencfits envisioned. Furthermore, 1 do not
believe that additional legal advocacy and asserting the rights of people with disabilities will
obtain the desired changes we need in our service systems,

Benefits envisioned by the Tech Act will only be realized when public service
providers recognize that the needs of consumers can be more efficiently and economically
met by providing assistive technology devices and services than by many of the techniques
that have been used in the past. We will know that we have succeeded when public service
agencies change priorities and alfocate funding and other resources to facilitate assistive
technology services. To accomplish this we have to teach, demonstrate, and persuade.

These are training activities, and it is to this area that 1 would Like to turn.

Fraini
Training can occur at many levels ranging from simple awareness to highly refined

professional skills and competencies. Congress recognized the need for training in the Tech

Testimooy 10 House Subcommittee on Education and Civil Rights
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act. Title [ of the Act authorizes public awareness training and information dissemination.
rart C of Title 1 of the Act also authorized training and public awareness. However, with
the exception of a few hundred thousand dollars, virtually all of the funding provided for
training by the Tech Act has been focused at the awareness level. Tite I states grants have
miblic awareness activilies o acquaint consumers with the benefits of assistive technology.
Als0, at the awareness level, information and referral systems have been established, and
public awareness campaigns undertaken.

We now have had four and one-half years of aggressive public awareness activities.
Although progress has been made, awareness training should continue as the training theme
of Title J. However, 1 submit that under the Tech Act reauthorization we must look beyond
training at the awareness level. We must address professional competencies and skills
training.

Table 11 appended to my testimony presents a schematic identifying four levels of
training, the population to which this training is directed, and suggested appropriate content
areas. To date, the emphasis has been on awareness and familiarity. In the reauthorization,
emphasis must shift to skills training as the primary focus of Tite II.

Following two years of aggressive consumer training and public awareness pmgrams
i Utah, we became aware that consumers are better informed about available technology and
1s benefits than providers. Furthermore, we found consumers more eager 1o learn about

technology than many providers.

Testimony to House Subcommintee on Education and Civil Rights
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Many providers we attempted (o train were found (o be technologically illiterate or
technophobic. Many actively resisted technology in any form. Even those who considered
themselves technologically literate were knowledgeable in such narrow areas of devices,
services, and oplions that they could only provide limited assistance to consumers.

We tried to offer assistive technology classes in special education, communicative
disorders, occupational and physical therapy, and rchabiliation. However, we could not find
faculty who could teach such courses. Other Title I state programs had this same
experience. We have all found that we could not find adequatety skilled or trained staff for
OUT OWN programs,

Our universities are turning out thousands of special education and speech and
language specialists without even basic exposure to the available technology. Occupational
and physical therapists are graduating who know nothing about computers, language systems,
Jjob accommodation, or low vision technology.

Unless we are willing to continue to learn on the job, or by trial and error, we must
be ready t invest in professional training in a significant way, Long-lerm assistive
technology training programs are needed which include interdisciplinary experieaces in
working with consumers, evaluating their needs, and modifying and customizing technology
to address those needs. This training must be provided in an environment where consumers
are active participants in al} decisions.

To provide this type of training we must look beyond the resources of the Tech Act.

Assistive technology training for teachers and speech and language specialists should be

Testimony to House Subcommittes on Education and Civil Rights
Marvin G. Fifield
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provided by the personnel preparation provisions of the Individual with Disabilities Education
act (IDEA). Assistive technology training for rehab personnel, including counselors, OTs,
and PTs, should be included in the long-range training of the Rehabililation Act and the
Health's Professional Training Act. I urge the Committee 0 consider amending these acts 10
authorize needed assistive technology training.

But this isn't all. Providing assistive lechnology requires the expertise of engineers,
computer scientists, and manufacturers, as well as the skills of craftsmen and technicians in
clectronics and fabrication. Currently there is virtually no systematic training for these
disciplines.

Last year Utah State University was funded through Title II of the Tech Act for a
model Assistive Technology Careers Demonstration Training Program, We are just
completing the first year of this program, The program provided small stipends for sixteen
senior year students in engineering, industrial lechnology, and computer science. We also
inciuded praduate students in communicative disorders, special education, rehabilitation, and
social work. These students were brought together in interdisciplinary assistive technology
teams. Each trainee received nine hours of university honors credit for a year-long course of
study which included:

(1)  Didactic Instruction. Seminars provided information about the nature of

disabilities, the human service system, the role of various disciplines, and

sources of information about echnolopy,
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) Practicum. The practicum included hands-on experience worling as team
members in the community with assistive technology service agencies assessing
consumer needs and arriving at assistive technology solutions.

At this point cach trainee has several assistive technology projects underway. They
are designing, fabricating, customizing, or adapting technology to meet the needs of the
persons with disabilitics. Several are using assistive technology for their senior research
project, and we are entering two in the design competition of the National Science
Foundation.

The results of this one-year experience has been nothing short of spectacular.
Engineering, computer science, and students in other technology disciplines have been
thrilled with the opportunity to use their technological skills to meet a real human need. By
focusing on seniors, stipends can be very small, and we can accept more students. As
seniors, career commitments are still open, and they can be recruited into graduate work in
rehabilitation engineerng and assistive technology fields such as ergonomics.

Even those who choose careers where they build bridges, space shuftles, design or
program computers, or work on weapon systems will be highly influenced by the personal
interactions and the projects they have designed, customized 'or modified to meet the needs of
people with disabilities. Throughout their lives, each new invention or technology they work
with will be viewed as a potential assistive device. Each time they meet or interact with a
person with a disability, their thoughts will return to how their technical skills and their

knowledge can meet the needs of that person in the ever-expanding field of technology.

Testimony to House Sub ittee on Education and Civil Rights
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The Utah State University Technology Career Project is a first toe-in-the-water
+pproach, taken to meel a critical training need. In the Reauthorization of the Tech Act, we
niust strengthen Title 11 and focus on higher level training. Training provisions that need o
be added include special institutes 1o provide training to university faculty. This is the
uickest, most effective method of impacting the preservice training that is critically needed.
Workshops, special training institutes, and materials for inservice training of the service
apency Staff currently providing these services must be expanded. Licensing and certification
requirements must be modified and improved o ensure that service pfoviders are assistive-
wehnology literate at all levels and can demonstrate the competencies and skills necessary for
ssistive 'technology specialization.

Let me summarize my testimony with four specific recommendations for
consideration in reavthorizing the Tech Act:

I. I recommend that Title I authorization be extended an additional five years,
permitting states 1o continue the activities which will establish a consumer-
responsive, statewide program for technology-related assistance.

2. I recommend that continuous funding for Title I be competitive and based on
evidence of progress.

3. I recommend that activities authorized under Title I be focused on systems
change, and benchmarks of progress be identified and monitored.

4, § recommend that Title I be expanded to authorize a variety of assistive

technology career training projects. These projects shouid focus on
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specialization training and include undergraduates, AT training for engineers,
computer scientists, and other design personnel. They should include training
of technicians in fabrication, electronics, and computer technigues. Special
institutes should also be authorized for assistive technelogy leadership training
to meet the needs for administrators, researchers, and teaching personnel.

No human service can ever be better than the training of those who provide the
service. The best assistive technology that we can provide, finance, and make universally
available will have pale success unless those providing this technology have the competencies
and the skills to determine need, identify appropriate technology, and adapt it to address

these needs.
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Table I

Assistive Technology Indices of Systems Change
and
Evidence of Systemic Change in Assistive Technology
Devices and Services in Utab

19 April 1993
Marvin G. Fifield, Ed.D.

The Usb Assistive Tochnology Program (UATP) is currently in its fourth year of suppon from Title [ of
F.L. 100-407 “Tech Act”. The long-mage approach taken by UATP was to effect needed change in Utah's
service delivery sysiem o expand significantly the use and mainteaance of assistive technology by persons with
disabilitiee o obtein independence, integration, and productivity. The first three years of Tech Act assistance
focused on AT of c = and providers. Baseline descriptive data oo need, existing services,
funding, and procedural barriers. The following elemeats were impiemented: (1) The Funding and Legistation
Policy Unit, (2) Information & Referral System, (3) Four Assistive Teckoology Access Centers, and {4) The
Awarcoess snd Training Unit, The two-Year extension grant program focused on implementation of needed AT
service elements to expand and improve the AT services provided in the state. The implementation plan
included provisions for state agencies o "buy-in” and take oves these new service elements during the two-year
peniod. To ensure that change and improvement in AT services are continued afler the ermination to the Tech
Act funding.

On the Table below, five indices of assistive technology systems change are identified. [n the second
columu, evidence in changes which have occurred in each of the indices in Utsh is presented.

——— S S R
Change in Utgh
Increase in funding for assistive technology
i Increase in state funding An sdditional siste appropriation of $380,000 was

allocated by the state Jegislature to purchase assistive
technology through the independent living centers in
1991-92-93,

Ap sdditional $55,000 was sllocated by the state
legislature in 1993,

An additional $150,000 was allocated by the 1993
legislature a3 mach for Medicaid to purchase power
wheelchairs  for  adults. This  represents
approximately $450,000 in additions] AT funding.

b. lncrease in altemative sources of The Utah Assistive Technology Project hasg
funding established the Utah Assistive Technology Foundation
{UATF) a prvate, non-profit, philanthropic
organization responsible to obtain, through donations
from individuals, service organirations, or other
sources. Funds obtained are to be wiilized w
purchase assistive technology through direct prants,
loans, or loan guarantees.



¢ Increase in existing funding streams
that include sssistive technology

d. Changes in assistive techoology
funding policies

Indicator of Systemic Tracking of Assistive
Technology Funding of Devices and
Services

n. Defendable and  comparable
information  from  state  service
agencies on whal is being spenl on
AT services and devices
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For the past four years, the Uwuh Lagistature has
increased the stats funding provided to the
Department of Health, Vocational Rehabilitation,
Human Services, and Special Education. These
increases have mnged from 2% to 4%, During the
last two years, the poed for sssistive technology was
used &4 u justification when the agencies presenisd
their budget requests.  Funding, specifically for
assislive wchnology, was nd broken out from other
services. However, there has been clear evidence
that a significant portion of increase in funding has
been direcied to the purchase of ussistive technology
by cach of the ageavies,

Three specific changes bave occurred 10 improve AT
funding policies: (1) An interagency memorandum of
agreement concerning the importance of technology
in the lives of persons with disabilities and
respoasibilities has been approved. (2) Change which
permitied unused funds 10 be redirected as maich to
medicaid to purchase assistive technology. (3) The
$150,000 increassd sppropriation to Health Care
Financing carred with it & chapge in policy
permitting Tifle 19 funds o be used 10 purchase AT.

UATP hus established an Interagency Policy Task
Force to develop clear policies concerning assislive
technology eligibility, funding, definitions, and
procedures.

At the begianing of the UATP, Utah service agencies
did not track or identify funds spent for assistive
technology. AT funding was grouped with other
items such as durable medical equipment, teaching
supplies, or client services. Efforts to break out
specific reporting techniques that provide comparative
information on dollars spenl, services provided, or
devices obtained, have been difficull to finalize. This
year the Division of Rehabilitation Services has
established a procedure to report assistive technology
purchased, dollars speal, services provided, and
devices obtained,

Comparing this data 10 a year ago, sigmificant
expansion has been evidenced.

Tatle | (continued)



indicutors uf Systems Change
b. Removal  of  policy  barriers
(delimnons, eligibilily  criena,
sppeals process, and clear docision
paints)
i, Entersgency Participation
a imeragency participation in the AT
Tutle 1 project
b. Commitments and pooling of funds
from each agency for expanding
AT services
c. Poolisg of commitment of
department staff 10 improve AT
SEIVICES
d. Commilment to training
4. Consumer Participation
a. Consumer perticipalion  in

management and direction of the
Titte 1 project

93

S¥il i
Change jn Utah
With the publication of the Uwh Assistive
Technology Funding Guide, participating agencies
had to ideaufy their poticies, definitions, and decision
procedures for purchasing assistive technology.
Through this process, several policy bamers were
ideatified and removed. Others were identified, but
remain Lo be significantly modified.

The UATP is managed by a8 Board consisting of the
Drirectors of the six major service agencies: Special
Education, Vocational Rehabititation, Family Health
Services, Health Care Financing, Division of Services
for Persons with Disabilities, and Division of Aging.

Currenily, state agencies are providing approximately
one-half of the operating costs of the AT information
and refermal progmm ($60,000),  Requests for
pooling of resources from participating agencies for
an assistive lechnology essessment unil are under
consideration.

Commitments of sme agency saff work in an
interagency nssessmen! unil ty under consideration.

Interagency AT training has not been sdequately
sddressed; however, VR counselors and assistive
technology counselors from the independent living
programs bave particjpated in trainiog provided by
the special education, assistive sugmestative, and
adaptive service teams.

Additional training projects have been initimed, b0
in Assistive Technology Carers Training two o
develop training modules in assistive technology.

Cx P tion controls the votes of the
UATP Mansgement and Implementation Board. Also,
the consumers maintain 4 veio power, similar o the
Security Council in the UN. [In sddition, &
Consumer Council has been established consisting of
all consumers. The Consumer Council deals with
consumer issues and makes recommendations to the
M&I Board, which roust be responded to in writing.

Table | (covdinued)



Indicarory of Systems Chunge

b. Consumer participation in key state
AEDCILS

c. Key service agency committneat 1o
empowerment of consumer
participation

Awarepess and familiarity with AT und AT
SErvices
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¥i 3 TN
Change in Utah
The UATP Consumer Council and M&I Boand have
establizhed a model of consumer panicipation being
implemented in other key state-wide policy and
advisory bodies. UATP bylews of the M&] Board
and the role description of consumer members are
being usexd as models for other state sgeacies.

At the instgation and the UATP Board, the
Govemnor's Council for Person®s with Dusabilities bas
undertaken the devetopment of & position statement
on coosumer pariicipation and cmpowermment for
statewide governing boards, comminses, and advisory
bodies.  This position will includ

recommendatyons concerning support for consumer
members, empowerment, and truining of consumer
members.

To ovaluste the impact of UATP, systematic
inlerviews were scheduled with approximately 300
madomby selected consumer members at periodic
times during the five years of the grant. The data
oblained from these interviews clearly reflects an
increase in the familianty of providers and consumers
with the velue of sssistive technology, how assigtive
technology is defined and where AT services can be
obtained.

UATP #lso apalyzes the questions and the
information sought by consumers from the AT
information referral center.  This data suggests
increased sophistication in the awareness of assistive
technology, benefits, and where services may be
obtained. It slso indicates increased frusiration on
the part of consumers in obtaining AT funding.

Table T {contiowed)



95

| e reryod s prw ABojowgsa
sa01es13af *apdox! q ‘SEquiaw £(1uey ' FATISEE J0 S N1 UV PHITFI0 K] UFD SIOLAIE Ssapm *AQTIRAY ] x4 Jo 33pogmouny
_.Eaa_nn_on_ [LTEITEY,Y FSRUARAY £R00ugI |

oy P “Butoueun

[ SRRNSINUDY DUT ‘RIOMOM [0S Remy ' uor 1Jo “ABojomuE e Aumimd womdngg P dopan oaiopdusy

P DAY "nadvIay "uof Sh L Ul .5325&:5083"36 ﬁma§59§§§£5ngﬁhu§§<
B1apuolg S1mmp g HHpmirure g 3ojougda

Sy

asyadg PUE SIATIRGLNNE 1903-m0f "UOMEETUKIIIN "SUENSAS 20REIMN ‘SAS0 STOLRA [0 £ BT pacp
[ wONELOE] HPIK QELPY VIIHIGTIIY ' pue SaBOEADE R SIS 20 10 LY (it AURTIUR %60 0] LPUMSTO0 Y26, put
ruonEonpg e xdg ‘aBendue] B 4xds ‘14 10 ‘wreidad of ‘FRaSIWIR & SIS udizstp 5200 Jo ABotoud s xp Susn wr saduedwe)

SIApLacad ANpqesy (waedg (uesiaauery) £oesay] foouaga

p— PE——

T SMERds Teday B uoRELqe SRIBOICNY]
D st R d g andwo)) ‘sauifug
; SSTIdS [edoloug s,
i asEds wonesqe; pur udissp sistBorong
EuEsnp wraauidug aaEoxds Andwoes

ondepe pus ‘meda "'VONWTEAD pud BumEal “uonEZRUIG) RIwdojenap wmpIRy put

SRMYOS "RoERILge; raarsar ‘ulsap 1y i sesositadey poe unmen ‘sopermends eyl
pEU

LA pu aoﬁduﬁ»uo:oﬂsn:ﬁ;osﬂaa&xoeﬁaﬁsno_?uw Juressar

8_5_8_ ﬂaaﬁ&._u.aosunvﬁ 1SR R apaatud o osE 2 A d
wwispeads Clojougsa s 16opud PTPE) pist Boarus rad YNGR L U1 womENU0s § o

ssojoud "woemymseds oI
sisyenads Adojouyaa [ ansEsy :o:aﬁ_a_uﬂ—w hwo_oc._oa L
uolje|ndog JIIUO)) % 1343 SusuIey],
$INsS| Sutme.y,

119V DUEISISSY PIareRY-Asojouyoa],

M qel



96

Chairman Owens. Thank you.

Mr. Girish Yajnik.

Mr. YasNnik. Chairman Owens, Congressman Scott, and other
members who are not here, on behalf of the Center for Develop-
mental Disabilities at the University of South Carolina, [ am very
honored—and I offer my gratitude to this committee—to have this
unique opportunity to discuss the findings of our research study on
the feasibility and the desirability of establishing a national infor-
mation and a program referral network.

As many of you are aware, in the fall of 1991 we were awarded a
contract to conduct an 18month siudy under the authority of
Public Law 100-407, administered through National Institute on
Disability and Rehabilitation Research.

This was an 18-month study, and it is a tall order to summarize
the work of 18 months in 5 to 7 minutes, so I have actually provid-
ed a summary in my testimony, and I do not intend to—

Chairman QOwens. You are not limited to 7 minutes.

Mr. YaJsNIK. Okay. That was the guideline I was given.

So, I am going to touch upon the highlights, and I am here to
answer questions, to elaborate on any particular issues you may
have, sir. Please stop me at any moment if I am glossing over any-
thing or if you need more information.

This study explored the feasibility of establishing a national as-
sistive technology information program referral network, which we
will address as I&R network, from two differing perspectives: one,
the current processes used to disseminate information about assis-
tive technology and, two, the needs of individuals who want to
access assistive technology information.

We investigated the essential mechanism to link information on
assistive technology with the individuals who need it.

The challenge of providing accurate, timely, and quality assistive
technology I&R is still ahead of us as a society.

New opportunities face the I&R field with advances in informa-
tion technology every day. These advances in the electronic com-
munication field through worldwide networks, teleconferencing,
use of multimedia, and computers wiil make managing complex in-
formation increasingly easier.

This is the right time to apply innovative technology to merge
the needs of service delivery systems and the information require-
ments of people with disabilities.

Currently, there is an information network of nationally-funded
programs, State Assistive Technology Act-funded initiatives, and
other similar local information resources.

However, as a functional system, we found that it is not very ef-
fective because the majority of the information programs are unco-
ordinated, fragmented, and sporadic efforts.

Further, as a system of care for people with disabilities, it cer-
tainly does not provide full assurance that useful information will
systematically reach consumers and other information seekers.

Not surprisingly, this study’s major conclusion was that not only
is it necessary and desirable, but it is also feasible to establish a
natil(:nal assistive technology information and program referral net-
work.
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Before I move on to the key findings of our study, let me add
some of the comments from a colleague who represents a major na-
tional disability organization.

She corroborated our findings that I&R programs are labor-inten-
sive, requiring significant staff resources to compile, catalog, and
maintain information and ensure the integrity of the database of
information and provide the personal attention necessary to meet
the needs of individuals requiring assistive technology information.

Typically, the cost of assistive technology I&R must be absorbed
by the entity providing the service. Because there are currently no
congistent funding mechanisms to support these activities, provid-
ing accurate information is a critical component in the process of
acquiring assistive technology. Yet, it is not so highly valued, be-
cause it is often difficult to determine whether I&R has had a
direct impact on the individual to secure the appropriate device or
service.

She also added that the demand for information is so great that
individuals providing the service are often overwhelmed—and I
would like Mark to address that when he provides his testimony—
by the volume or the complexity of the request, making it difficult
to take additional time necessary to document the true cost of pro-
viding this service or ways to evaluate the quality or value of the
service and information provided. This contributes to lack of uni-
formity and consistency of these programs identified in the study.

These variations, and the fact that assistive technology I&R pro-
grams lack adequate resources to improve or expand their services,
puts these programs at risk and underscores the need to seriously
consider the recommendations and conclusions provided by our
report.

I would like to briefly summarize—and I am not going to read
everything that is in my testimony. I have found out lately that we
have compiled several reports that are available to people who
would like to study them. Most of the people who are reacting to
our study have read only one part or maybe a portion of our re-
ports.

I have listed the deliverables of our research study at the end of
my testimony, and these are available in alternative media for
those people who may wish to request them. I will be glad to pro-
vide them if needed.

The key issues we identified concerning the establishment of a
national assistive technology information program referral network
were quite similar across geographic areas, segments of population,
and service needs.

I would like to add that what we found was not too different. Ev-
erybody was struggling to develop their own information program.

We studied all the funded assistive technology programs that
have development or operation of an information referral system
within their State to see to what degree the development has pro-
gressed and to assess their needs. A lot of our recommendations are
based on that. Let me point out some of the things that we found.

Number one, assistive technology information and program refer-
ral services are not uniformly defined. What do I mean by that?
Well, services differ from program to program. The number of serv-
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ices covered within an I&R program differ. Some emphasize one
segment of services as opposed to the other.

Lack of coordination of information referral services across com-
munity, State, and regional and national levels: We found no evi-
dgnce that any one program knew about other programs that exist-
ed.

Population and geographic area served differ from program to
program; access to service differs and may not be reflective of the
target service population and their accessibility needs; and the
term “assistive technology” may differ between service provider
and the target population who can benefit from this service.

Number two, the organizational structure of assistive technology
information program and referral services are not uniform from
program to program.

Number three, training for assistive technology information and
referral programs was flawed; there is a lack of standards and/or
requirements for the assistive technology I&R staff. Again, I sup-
port Dr. Fifield and would like him to add to his training needs a
component related to I&R programs. Training is a major compo-
nent of providing I&R services.

Number four, information management is flawed by lack of con-
sistent methods to obtain, verify, and update information. You will
see a lot of programs that say they have lots of information, but
how good is it? What impact does it make when they deliver that
information to consumers? What difference did it make to those
people? Did they get the service or the assistive device that they
were looking for; did they find the funding information?

Also, there are so many good programs out there but not many
people know about them. Qutreach efforts to the target population
are pretty much ineffective and/or nonexistent. When asked, con-
sumers state that they find assisitve technology I&R programs,
‘many times, by accident. There is no structured method of reach-
ing various populations.

We have made many recommendations to be included in the re-
authorization, and we hope that you will keep these in mind as you
reauthorize the Act.

One of the major—and I am just going touch upon the major
one—recommendations that we made was with regards to policy
and coordination of I&R services.

Right now, there are a lot of programs operating independently.
There is a lot of duplication of effort.

A lot of I&R programs are finding out that they have invested a
significant amount of time and effort in doing things, only to find
out a year or a year-and-a-half later that they could have avoided a
lot of pitfalls if they had talked to somebody who had already done
this. Therefore, we are recommending that NIDRR provide leader-
ship to develop a national assistive technology information and pro-
gram referral coordinating institute.

This initiative will provide the needed training, technical assist-
ance and support to regional, State, and local information pro-
grams. NIDRR, probably along with the RESNA TA project, should
provide the oversight for the activities of this coordinating insti-
tute. The activities should include the following:
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Facilitate an orchestrated approach to delivery of assistive tech-
nology I&R services; provide technical support to assistive technolo-
gy I&R services as requested or needed %y the various States and
local programs; develop a technical assistance manual for coordina-
tion of assistive technology I&R services which details strategies
within the context of the options available to deliver I&R services;
develop generic training manuals to enhance the delivery of assis-
tive technology I&R services and begin to address the information
referral quality standards; provide training to enhance the capacit
of the I&R staff to deliver assistive technology I&R services; devel-
op and implement a plan for a fully coordinated assistive technolo-
gy I&R deFivery system with centralized functions providing techni-
cal support needed by community assistive technology I&R serv-
ices.

Some of the other recommendations are: develop a national clas-
sification schema or taxonomy of delivery of assistive technology
I&R services that integrates well with other existing service deliv-
ery taxonomies.

Many of those exist today, and unless we have some degree of
uniformity, transfer of information from various systems is the
greatest impediment. Therefore, we are suggesting that we arrive
at a common terminology so we are talking about the same things
and not apples and oranges.

We also heard a lot from consumers who say that when they
have a need to move from one State to another, they do not know
how to contact or how to find out what assistive technology serv-
ices are available in various States.

Therefore, we are suggesting that, until such time when State
and local information programs have the capacity to meet the re-
gional information needs, we establish a national assistive technol-
ogy I&R toll-free number that works in tandem with the existing
programs to link persons with disabilities, the assistive technol
services and providers with appropriate resources at the national,
State, or regional levels.

This service must be accessible in a variety of formats and pro-
vide linkages to referral at the local and State levels.

We also suggest the development and implementation of initia-
tives that recognize the value of I&R services and build support for
a coordinated system.

Today, I&R has very low priority, and there is no designated
funding available. Whatever funds are left over, every program as-
signs to I&R. We need more attention focused on I&R.

We also suggest convening a national meeting of Federal agen-
cies to develop strategies designed to help coordinate and improve
delivery of I&R services; this meeting can result in identifying a
national assistive technology information and program referral
task force to develop strategies for improved interagency coordina-
tion of technology-related services. This task force should include
representatives from consumer groups, professional associations,
t;_J)_ublic sector agencies, private non-profit agencies, and I&R practi-

ioners.

This initiative should examine ways to capitalize emphasis on
the use of computers and other similar technologies, and on evolv-
ing technologies in other disciplines and should involve allied agen-
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cies such as NASA, Office of Technology Transfer, and other simi-
lar agencies.

We also propose that we conduct field-initiated research of I&R
best practices and the application in the dissemination of assistive
technology information.

Finally, establish a national assistive technology evaluation
project to provide indicators to help consumers determine the qual-
ity and applicability of services and devices in meeting the technol-
ogy needs.

{ have identified many other recommendations, but in interest of
time and allowing others to ask questions, I am going to omit those
and let the committee look them over.

1 would like to add that all our recommendations are based upon
a statistically validated representative population. There are some
stated limitations. However, these are not statistically significant
to make an appreciable difference.

Qur research was very thorough, and the approach used was di-
vided into five components, which I have listed. We had 16 individ-
uals from the assistive technology I&R who were in our expert
panel group. They provided input into the overall design of the re-
search, reviewed the findings, and contributed to the final recom-
mendations of the study.

We also conducted a key informant survey. We had 541 assistive
technology 1&R providers. We assessed them, their current State of
practice, how they were providing information, and what they
thought about establishing a national assistive technology informa-
tion and program referral network.

We also conducted a survey of 4,298 individuals that determined
the assistive technology I&R needs. Approximately 100 persons
with disabilities were from underrepresented groups not found in
the survey. We had 62 individuals that we polled through regional
focus hearings—we had four of them—and then we identified some
of the technical barriers.

Again, I would reemphasize that anyone who wants to examine
or review our research with all the deliverables, or all five reports
that we have compiled, should study them carefully before arriving
at any conclusion.

In conclusion, I would like to reiterate the sentiments of many
who helped us with this research: that the establishment of a na-
tional information and program referral network would be an es-
sential catalyst to make other assistive technology programs more
efficient and effective.

We would be very happy to provide additional information or
clarification and entertain any inquiries about this research study.

On behalf of the staff, I am very honored for this opportunity to
provide testimony to this distinguished group.

Thank you very much.

[The prepared statement of Girish Yajnik follows.]
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Executive Summary

This document was prepared under contract #HN20053001 from the Natignal Institute on
Disability and Rehabilitation Research (NIDRR), U.5. Department of Education, to the Center
for Developmental Disabilities at the University of South Carolina. The contents of this
publication do not necessarily reflect the views or policies of NIDRR. No official endorsement
by the U.5. Department of Education is intended or shonld be inferred.

Center for Developmental Disabilitics
Department of Pediatrics
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Testimony to the Subcommittee on Select Education and Croil Rights
Ar the Request ol U. 3. Representative Tion. Major R. Owens
Chairperson. Commitice on Education and Labor

Aprii 12. 1293

Diseussion of the Elndings of the Study on the Feasibility and Pesirabiiity of
Establishing s Ratonal Information and Kelerral Retwork for Assistive
Technology.

Mr. Chairman Owens & Members of this Subcommittee:

. On behalf of the Center for Developmental Disabilities at the University of South
Carolina, | am honored and offer my gratiude to this committee to have this unique
opporunity to discuss the findings of our research swudy on the Feasibility and the
Desirability of Establishing a Nationai Information and Program Referral Network. As many
of you are aware, in the Fall of 1991 we were awarded a contract to conduct this 18 month
study under the authority of Public Law {00407 administered through the National Institute on
Digabiliry and Rehabilitation Research {NIDRR).

This study explored the feasibility of establishing a national Assistive technology
information and program refecral (I & R) network from two differing perspectives:

« the currens processes used to disseminate information about Assistive

technology, and
« the needs of individuals who want access to Assistive technology information.

We investigated the essential mechanisms 0 link information on Assistive technology
with the individuals who need it. The challenge of providing accurate, timely, and quality AT
I & R inforroation is still ahead of us as a saciety. New opporturities face I & R field with
advances in the information technology arena. These advances in electronic communication
field through worldwide networks, teleconferencing, use of multimedia and computers will
make managing complex information increasingly easier. This is the right time to apply
innovative technologies to merge the needs of service delivery systems and information
requirements of people with disabilities. Currently an information network of nationally funded
information programs, state Tech Act funded initiatives and other similar local information
resources does exist.  However, as a functional system, it is not very effective because
majority of information programs are un-coordinated, fragmented and sporadic efforts.
Further, as a system of care for people with disabilities, it certainly does not provide assurance
that useful information will reach systematically to consumers or information seekers.

Not surprisingly, this sudy’s major conclusion was that ot enly is it necessarv and
ut it {s alse feasible to establish a national Assistive technology information and

program referral network.
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SUMMARY OF KEY FINDINGS

This testimony provides a summary of the study findings. Readers should examine the
other reports for a more complete understanding of the issues affecting the Feasibility and
Desirabilicy of Establishing 2 National Assistive Technology Information and Program Referral

Network.

The key issues identified concerning the establishment of a2 National Assistive
Technology Information and Program Referral Network were similar across geographic areas,
segments of the populartion, and service needs. The study documented the following technical
Jactors as affecting the Assistive technology information and program referral process:

i. Assistive technology information and program referral services are not
uniformly defined:

Services differ from program to program;

Lack of coordination of information and referral services across community,
state, regional, and national levels;

Population and geographic area served differ from program to program;

Access 0 the service differs and may not be reflective of the target service
population or their accessibility needs; and

The term "Assistive technology™ may differ among service provider(s) and the
target population who can benefit from the service,

2. Organizational structure of Assistive technology information and program
referral services are not uniform from program to program;

There is a lack of guidelines for staff patterns and requirememts for AT & R
staff;

There is a lack of standards to guide the coofidentiality of consumer
infortnation cbtained by agencies in the provision of information services;
There is no apparent correlation between budget allocation and services and/or
quality of service; and

Responsibilities of AT [ & R staff differ from program to program.

3. Training for Assistive technology information and program referral staff is flawed
by the lack of standards and/or requirements for AT | & R staff:

Assistive technology Information and program referral staff are not
traditionally trained to deliver AT I & R services but, rather, to respond to the
limited information requests of a particular database or written publication;
The whole-person concept is often not employed or not existent, with the
emphasis placed on responding only to a specific request for a device; and
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There 15 a heavy reliance on writteo materials and time dated databases where
the information may or may not be accurate,

4. Information management is Mawed by the lack of consistent methods to maintain,
verily, and updaie information:

Lack of funding and training oo evaluation methodology seciousiy impedes the
quality of information and service,
Lack of training to guide the management of information may have a negative
impact on the quality of information and its usability by consumers;
Lack of compatible hardware and software can impede the ability to transfer
and share data from program to program,
Lack of a standard taxonomy and definition of terms can result in inconsistent
information disseminated to consumers; and .
Lack of standards for data collection, data verification, and updates can impede
the quality of information.

5. Outreach efforts to target populations are ineffective and/or non-existent:
Formal evaluation of the target population is sporadic or lacking in quantifiable
measures of effectiveness;
The fack of available information on quality indicator measures. e.g..
"consumer report” type rating for Assistive technology devices;
Lack of information on problem-solving strategies that aliow consumers to
maneuver through a complex system of care;
Underserved populations are not targeted or not reached due to a heavy
reliance on traditional publicity and outreach methods;
Qutreach efforts are primarily in written format, thereby limiting the target
population; and
The lack of formal evaluation can result in services that do not meet the needs
of the target audience,

RECOMMENDATIONS

In response to the major findings of the study, the following recommendations

are made to NIDRR. The recommendations are grouped into four major areas: Policy
. & Coordination of AT I & R Services; Information Management; Staffing of ATI& R
Services; Outreach; and Promoting AT I & R Services.

POLICY & CO-ORDINATION OF I & R SERVICES

Provide leadership 0 develgp a National Assistive Technology Information and
Program Referral Coordinating Institute, This initiative will provide the
needed training and technical assistance support to regiomal, state and local
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information programs. NIDRR will provide the oversight for the activities of

the Coordinating Institute. This includes and is not limited 10 the following :

- Facilitate an orchestrated approach for the delivery of AT I & R
services.

. Provide technical support to AT I & R services as requested or needed.
Develop a technical assistance manual for the coordination of AT 1 &
R services, which details strategies within the context of the options
available w deliver | & R services.

. Develop national training materials to enhance the delivery of AT I &
R services, and begin to address 1 & R quality standards
. Provide training to enhance the capacity of I & R staff to deliver AT I

& R services. Develop and implement a plan for a fully-coordinated
AT | & R delivery system, with centralized functions providing
technical support needed by community AT T & R services.

Develop a national classification schema or “taxonomy” for the delivery.of AT
[ & R services, that integrates well with existing other services delivery
taxonomies. Uniform terminology will greatly enhance smoother functioning
of AT programs and services.

Until such time, when state and Jocal information programs have the capacity
to be able to meet regional -information needs, establish a national AT I & R
toll-free telephone number that works in tandem with existing programs, to
link persons with disabilities and AT services providers with appropriate
resources at the national, state and regional levels. This service must be
accessible In a variety of formats and provide linkages to referral at the local
and state levels.

Develop and implement initiatives that recognize the value of I & R services
and build support for a coordinated system.

Convene a national meeting of federal agencies to develop strategies designed
to help coordinate and improve the delivery of T & R services. As a result of
this meeting, identify a MNational Assistive Technology Information and
Program Referral Task Force to develop strategies for improved inter-agency
coordination of technology-related services, This task force should include
representatives from consumer groups, professional associations, public-sector
agencies, private non-profit agencies, private for-profit companies, and I & R
practitioners. This initiative should examine ways o capitalize emphasis on
use of computers and other similar technologies in other disciplines and
agencies such as NASA, Office of Technology Transfer etc..

Conduct field injtiated research of I & R “best practices™ and their application
in the dissemination of AT information.

Establish a national Assistive technology evaluation project to provide
indicators to help consumers determine the quality and applicability of services
and devices in meeting their technology needs.
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8. Condutt 2 natipnal awareness campaign on Assistive technology with parallel
emphasis on I & R activities at the regional, state, and local levels. The target
population of this campaign will be consumers of technology-related services,
with emphasis on reaching both formal and informal resources utilized by
persons with disabilities.

As we examined and analyzed various facets of [ & R programs, we were abie 1o
observe a variety of effective methods to improve current I & R practices. These are
summarized as recommendations and guidelines that may be implemented in stages, as
resources become available. They are stated here to indicate their importance, and that they
also play key roles in affecting effectiveness of the entire | & R process,

INFORMATION MANAGEMENT RECOMMENDATIONS
1. Establish a mecharism to review, modify, or adapt the “Standards for

Information and Referral™ and the *Taxonomy of Human Services™, developed
by the Alliance for Information and Referral Systems, for use by NIDRR-
funded AT I & R services. If adaptation is not feasible, develop standards and
an Assistive technology services taxonomy.

2. Provide the technical and training support for projects to implement minimum
standards on information mapagement and a taxonomy for the delivery of AT [
& R services.

3. Establish annual priorities for field initiated research on the “best practices” in

the delivery of AT I & R services.

4, Establish 2 mechanism to examine hardware and software options for atl
NIDRR-funded AT I & R services and determine their suitability, strengths,
and weaknesses,

5, Develop guidelines and options for the selection of computer hardware and
software to maximize compatibility among AT I & R services. The Jack of
) compatibility can severely restrict the ability to electronically link AT I & R

services.

6. Provide technical support to AT I & R services in the selection and utilization
of computer hardware and software.

7. Develop consumer-responsive guidelines and evaluation stratégies to measure
the effectiveness of AT 1 & R services.

SIAFFING AT & R SERVICES RECOMMENDATIONS

1. Establish mechanisms to develop minimum competency guidelines for AT 1 &

R staff. .



107

2. Develop mechanisms to provide technical and twaiping support for AT I & R
services and 1 & R staff 1o implement the following:

Implementing standards;

. Utilizing an AT I & R Services Taxonomy;
. Meeting minimem competency levels; and
. Developing in-depth expertise in various health and human service
programs and technology-related issues.
kR Develop mechanisms for sharing training materials, innovative approaches,

strategies, and technological applications.

QUTREACH RECOMMENDATIONS

1. Establish mechanisms to develop and implement minimum standards of
evaluation on the effectiveness of AT I & R services.

2. Develop outreach partnerships with corporations, public and private
organizations, broadcast media, civic associations, and other groups to launch a
national awareness campaign on Assistive technology.

3. Establish demonstration projects to test innovative approaches t underserved
and under-represented groups by AT 1 & R services.

4. Establish a mechanism t6 provide technical support and training on outreach
strategies with formal and informal information brokers.,

5. Provide the technical support and resources o AT 1 & R services for
developing outreach strategies with underserved and under-represented groups.

R & E MENDATION

I Initiate local community promotional campaigns that paraliel a national
Assistive technology awareness campaign. Local community promotional
campaigns can include public service announcements, video productions, and
printed media.

2. Establish statewide 1-800 AT I & R telephone numbers wherever they do not
exist. These state putnbers are an essential link between the national I-800
system angd local communities.

Al of our recommendations are base upon a statistically validated representative sample
population. There are some stated limitations, however they are not statistically sigmificant to
make appreciable difference. Qur research was very thorough and the approach used divided
the research into five components for this study:
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PHASE I:
Expert Pane! Group: A group of 16 individuals from the fieid of AT | & R provided
input into the overall design of the research, reviewed the findings, and contributed 1o
the final recommendations of the study.

PHASE II:
Kev Informant Survey: A total of 541 AT [ & R providers assessed the current state-
of-practice in the field through a survey. Additionally, this survey tocl addressed the
feasibility and desirability of establishing a national Assistive technology information
and program referral network.

PHASE III:
Consumer Needs Perspective: Nationally, a total of 4,298 individuals determined the

AT 1 & R needs of individuals with disabilities through a survey. Approximately 100
persons with disabilities of under-represented groups not found in the survey
popuiation provided their perspective via individual and group interviews.

PHASE IV:
Regional Focus Groups: Four focus groups examined the preliminary findings of the
study developed in phases | through 3. These groups sought to clarify the initial
findings and provided input on final recommendations. A total of 62 individuals

participated in the focus groups.

PHASE V:
Tachnical Barriers: The researchers examined the technical barriers that might impede
the establishment of a national AT [ & R network.

STUDY PRODUCTS
+ A comprehensive Final Report that integrates all phases of the research conducted in
this study;

« An Execurive Summary of the Final Report;

« A detailed Feasibility Report that explores impediments 10 development of a National
AT I &R Network;

« A Consumer Perspective Repoct that examines the technology-related information
needs of consumers;

+ A Directory of AT I & R Providers; and

+  An Annotated Bibliography of AT I & R Related Publications.

In conclusion, I wish to reiterate the sentiments of many who helped us with this
research, that establishiment of National Information and Program Neswork would be an
essential catalyst to make other Assistive Technology programs more efficient and effective.
Copies in alternative formats of all reports are available upon request from the Center for
Developmental Disabilities at the University of Soith Carolina. We would be very happy to
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provide any more durification or cntericin any ingquiries ahout this research study. On
behalf of the staff, I am very honored for this opporiunity to provide this testimony io this
distinguished group of people.

Submitted with Due respect te the Sub-Committee by

Girish G. Ysjnik

Associate Director

Center for Developmenial Disabilities
Dept. of Pediatrics, School of Medicine
University of South Caroline

Columbia, S, C. 29208

Ph. 803-717-7834
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Executive Summary

LIST OF RECOMMENDATIONS
A NATIONAL AGENDA FOR IMPROVING AT I&R SERVICES

POLICY RECOMMENDATIONS
Establish & national AT I1&R nalwork
Commit tederal resources to implemant strategies 1o improve the state of AT IAR praciice
Commit rescurces o improve the delivery of AT I&R services
Convene a national masling of federal agencies
Convene a Nationa! Assistive Technalogy Information and Program Referral Commission
Establish a national AT J&R tall-iree telephone numbaer
Establish & national assistive technalogy svaluation projec
Conduct fied initialed research of I&R “best practices®
Develop a national classification “laxonomy” 10r the delivary of AT IR services
Conduct a natwnal awarenass camgadn on astistive technology
Develop a national resource and technical suppad coamdinaling institure

COORDINATION OF AT 18R SERVICES AECOMMENDATIONS
Impi coordi shrateqies b federal agencies providing IER services
Develop a 1achnical assistance manual for the coordination of AT IZA services
Provide leadershp (o develup a National Assistive Technology ntormanon and Program Referral
Coordinaling Institute
Develop and implement a plan for a coordinated AT I&R delivery system
Develop and implemenl inftialives that recognize Ihe value of IZR services

INFORMATION MANAGEMENT RECOMMENDATIONS
Eslablish a mechanism to devalop slangards and an assislive technology services taxoacmy
Provide the lechnical and training suppon (¢ implemen! minimum slandards on intgrmalion
fmanagement
Establish annuai pricrities {or lield inftialed res earch on the *best AT &R practices”
Examine harcware and soltware options Jor all NIDAR-lunded AT IER sarvices
Develop guidelines and optiens for the salection of compuler hardware and sottware
Provide technical support lo AT IBR sarvices
Cevelop consumer-responsive guidelings and evalyation stralegiss

STAFFING AT i8R SERVICE 5 RECOMMENDATIONS
Pevelop comperency guidelines for AT 1LA stalft
Develop mechanisms to provide technical and training support for AT I&R services and 18R staff

Develop mechanisms for sharing training materials, innovalive approaches, straiegies, and lechnical
applications
OUTREACH RECOMMENDATIONS

Develop and implemant minimum standards of evaluation
Develop vutreach partnerships
Eslablish damonsiration projects serving underserved and under-represented groups by AT IBR
. services
Provide technical support and training on outreach sirategies with lormal and informal information
brokars
Provide the technical support and rescurces to AT [&A services

FROMOTING AT 18R SERVICES RECOMMENDATIONS
Initiate local community promolicnal campaigns
Establish statewide 1.800 AT I&R telephane numbers
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Chairman OwegnNs. Thank you.

Mr. Mark Odum, National Rehabilitation Information Center,
Silver Spring, Maryland.

Mr. Opum. Thank you for giving me the opportunity to speak
before the subcommittee. It is a privilege to be part of this process
and an honor to provide testimony to be included as part of the de-
liberations regarding the reauthorization of the Technology Assist-
ance for Individuals with Disabilities Act and, more specifically,
make comments on the delivery of assistive technology information
to the end users, persons with disabilities.

I just want to say a little bit about myself. At the age of 20, I
incurred a spinal cord injury which drastically changed what I per-
ceived my life would be. I was 2 years into college, and my physical
life was pretty much stripped from me, somewhat lost.

Quickly after that, I was introduced to computers and home com-
puters and realized this is a big avenue. It is an equalizer that, if
used properly, could put me on a level playing field, and between
my belief in this new technology of computers and my joy for help-
ing people, I have kind of married these two and gone into provid-
ing information to people with disabilities, service providers, and
professionals, to help other people with disabilities that have not
been as fortunate as me.

Through that, I continue to work and enjoy all of the activities
that I am able to do, including testifying here.

Shortly after I graduated from the University of Maryland, I was
employed to work with the National Rehabilitation Information
Center, which had just started out 15 years ago. I have been there
all but 3 years, when I went to Georgetown University to do some
work. So, I have a good feel for the delivery of rehabilitation and
disability information over the past 15 years.

Let me just go into a little detail about NARIC’s origin and
where it is today, especially regarding its products and services.

The concept of a National Rehabilitation Information Center was
first mentioned in the legislation during the 1960s and subsequent-
ly formalized in the Rehabilitation Act of 1973. But, it was not
until 1976, when George Washington University performed a feasi-
bility study outlining the need for a specialized collection of infor-
mation and identifying specific components and tasks for such an
operation, that a path was set for what was to become a premier
source of national disability and rehabilitation information for pro-
fessionals and consumers alike.

The basic premise of this feasibility study was that the Federal
Government, specifically the Rehabilitation Services Administra-
tion and NIHR, were spending large amounts of money for many
worthy projects that had been generating a great deal of practical
information, but this information had no formal mechanism for its
dissemination.

Hence, many of these data were either lost or they just sat on
the shelves or in the closets of their prospective project officers.

In reality, no matter how valuabﬁe the information might have
been, it was not getting into the hands of those who needed it the
most—consumers and service providers—and therefore rendered
nearly worthless.
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NARIC was extremely innovative from its beginning. Catholic
University won the award and implemented the feasibility study
recommendations to manage as much of the information contained
in the center as possible by computerized methods.

As my friends in the library world like to say, it is one of the
oldest collections never to be organized by a manual card system.
What an advantage. Fifteen years later, the database structure is
exactly the same and continues to be used in responding to almost
20,000 requests for information annually.

Shortly after NARIC was established, four significant additions
were made to meet the growing need for specific rehabilitation and
disability information. I mention these because they are consistent
with the recommendations being made 10 years later through the
feasibility study.

First, it was decided to expand the scope of the collection to in-
clude information not funded by the Federal Government, such as
journal articles and books published by public and private enter-
prises.

Second, a highly-specialized collection of information on commer-
cially-available devices and assistive equipment was added to the
inventory of available information being disseminated by NARIC.

This database was initially collected and manually organized by
an occupational therapist from the University of Tennessee,
Marian Hall.

As a part of this enhancement of NARIC's realm, both NIHR
and the State of California provided funds to computerize this col-
lection of information and designed the basics of this database after
the scheme set up to organize NARIC’s primary database rehabili-
tation data. This database of product and device information was
named ABLEDATA.

In 1987, NIDRR separated ABLEDATA tasks from the NARIC
contract and, after a year of lying dormant, the ABLEDATA con-
tract was awarded to Newington Children’s Hospital.

In 1992, Macro International won the recompete for ABLEDATA
and joined its services with NARIC—Macro also administers the
NARIC program at this time—thus making it easier for consumers
and service providers to access complementary information.

The third change was to fund NARIC as a contract rather than a
grant and hold its administering body accountable for successfully
performing specific tasks to accomplish its dissemination and utili-
zation mission.

The final modification during these years, the introduction of a
toll-free 800 phone number, would change NARIC’s course and set
a theme which continues to grow under Macro’s tutelage of both
NARIC and ABLEDATA.

More and more, consumers are taking control of their lives, as
we have heard here today, and seeking information for their per-
sonal use.

The medical model of having to go through a professional to get
an interpretation or clarification of bewildering scientific jargon
was becoming archaic, even unacceptable. No longer were health
professionals serving as the middle person for the flow of informa-
tion.
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Almost overnight, statistics showed a major shift in NARIC’s
user base. Prior to the 800 number, persons with a disability and
their family members were always one of the smallest categories of
users. Since that time, monthly statistics continually show that
nearly 40 percent of NARIC’s users are consumers, including
family and friends, by far the largest category of users.

Other groups of users include educators, administrators, stu-
dents, therapists, librarians, and counselors.

In order to reach this audience, the NARIC project began to in-
crease publishing efforts. These publications have grown exponen-
tially through Macro’s leadership over the years, to the point
where NARIC and ABLEDATA projects now, in 1993, produce di-
rectories, thesauri, fact sheets, resource guides, a newsletter, bib-
liographies, and other assorted informational products.

Macro has made sure all the Center’s publications are available
on alternative media—large print, audio-cassette, braille, and elec-
tronically on diskette—and in Spanish.

One often unheralded publication of the Center is the NARIC
thesaurus. In conjunction with development of the rehabilitation
data database in 1979, a thesaurus was initiated to define and con-
trol the index terms or descriptors used to identify each document
in the collection.

This thesaurus was designed after the Eric Thesaurus of Descrip-
tors, which was recognized as a leader in the field at the time,

Over the years, the NARIC thesaurus has evolved along with the
changes in vocabulary associated with the disability movement.
Each change, addition, or deletion has been specifically reviewed
and approved by a NIDRR project officer at the time.

In 1987, when Macro began to operate NARIC, a major change
was made in the original focus to reconstruct the thesaurus to con-
form to the ANSI standards set for all thesauri. Scope notes were
added to help clarify and further define each term. Additions such
as broader terms, narrower terms, related terms were made where
appropriate.

Again, terms have been added, changed, or deleted each year.
However, I feel that the fourth edition of the thesaurus remains a
standard within the highly-specialized language associated with the
rehabilitation and disability field.

I have spoken about the information in publications maintained
by NARIC. I want to spend some time reviewing what I refer to as
the heart-and-soul of our information center, the information and
referral system.

To address Girish’s concern, yes, we are—I do not want to say we
are overwhelmed. We could be nearly overwhelmed.

I have three librarians who answer those 20,000 requests a year,
but we work very hard to automate that system, so that they can
reach as much information from their desks, from a computer as
possible and get as much support staff to pull the documents, pho-
tocopy them, deliver, invoicing, and all that.

So, what started out in 1987 as 300 requests a month with three
information specialists now is a little bit under 2,000 requests a
month. We do handle that, although I do not think we can fit too
much more into that sack.
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hCh?airmarn Owens. Those librarians are amazing people, aren’t
they?

Mr. OpuM. Yes, very resourceful.

For the most part, the basics have remained the same over 15
years of NARIC’s existence. Anyone can initiate an information re-
%l-lest either by calling, voice, fax, or text telephone, writing, mail,

mail, or other electronic means, or visiting the Center and speak-
ing with an information specialist.

Our information specialists are trained and continue to receive
ongoing training on a monthly basis to discern each individual’s
specific request through a highly-structured intake interview proc-
ess,
Once the request has been determined and agreed upon, we see it
as almost a covenant between the patron and the information spe-
cialist. A work order is prescribed and, depending on the nature of
the request, action is taken by the information specialist exclusive-
ly or by a number of staff who will be involved in a process to satis-
fy the request and deliver the answer efficiently.

At this time, we have three librarians. They are very cognizant
of the special situations. Two of them have disabilities. The third
was raised by a parent with a disability. They are very masterful
in fielding emotionally-charged requests that conventionally accom-
pany hot-line calls, and they take pride in helping people. They
often relate stories of how they got the right answer to a person
who had nowhere else to turn.

Every week, we get thank-you notes from people or parents
thanking us for making a difference in their lives. We often state
that these letters are as good as paychecks.

As part of NARIC and ABLEDATA's effort to keep in communi-
cation with our patrons, we maintain an extensive mailing list
which currently containg the names of more than 21,000 individ-
uals and organizations. This mailing list is updated daily and con-
tinues to grow at a net rate of about 200 a month.

To maximize the various uses for the list, entries are coded into
70 categories according to status and function. The more popular
categories include individuals with disabilities, rehabilitation facili-
ties, organizations serving persons with disabilities, manufacturers
and distributors of assistive technologies—and by the way, we have
more than 4,500 of those in our directory, for the question that was
asked earlier by Mr. Scott—and independent living centers.

Through this list, we are able to tailor special projects for specif-
ic target audiences. For example, currently we have more than
4},180? persons with a disability or a family member or friends on
the list.

Given all these activities, one might think that NARIC and AB-
LEDATA is the end-all or be-all in the dissemination of rehabilita-
tion and disability information. This is not the case.

For instance, NIDRR currently funds over two dozen projects in
addition to the funded Assistive Technology Act States whose cen-
tral focus is to generate and disseminate information about various
aspects of assistive technology alone.

The number does not include the rehabilitation engineering cen-
ters or the small business innovative research projects and other
projects whose main focus is the design or production of devices.
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Some of these projects are funded under the Assistive Technolo-
gv Act to conduct training or public awareness; others engineering
centers whose focus is the improvement of assistive technology
services in specific areas such as vocational rehabilitation, services
to older persons, device evaluation, or technology transfer.

Still others are small projects that would address a narrower
tuplic, such as the use of assistive technology by parents with dis-
abilities.

Finally, several projects focus almost exclusively on information
digsemination, such as ABLEDATA and the project conducted by
(‘'omputers to Help People.

What all these projects have in common is a central focus of gen-
crating and disseminating information about assistive technology
devices and services.

In addition to these projects, several projects whose primary
focus lies elsewhere have disseminated valuable information on as-
sistive technology.

For example, last year the Arkansas Research and Training
Center in Vocational Rehabilitation produced an excellent mono-
graph entitied “The Provision of Assistive Technology Services in
Rehabilitation.”

Three of the regional information exchanges funded by NIDRR
include the provision of rehabilitation engineering services in the
areas of exemplary practices which they work to identify and pro-
mote.

In fact, the trend requiring each project to become more account-
able in their dissemination and utilization efforts has been made
even more apparent with the new legislation written into the Re-
authorization of the Rehabilitation Act.

The basic notion requiring NIDRR projects to include a dissemi-
nation component as part of their basic service will exponentially
increase the number of contact points available for consumers and
professionals.

Now, as you can see, there is a large number of ongoing efforts
that are creating more usable information while at the same time
providing some sort of a dissemination role with support from an
information or referral effort.

Each has a particular domain. It sometimes intermixes with
other collections or efforts, and it is here where strong, well-defined
undertakings must have a specific set of tasks to organize and lead
all of these ongoing endeavors into the next millennium.

This brings me to the specifics of the feasibility study authored
by the Center on Developmental Disabilities.

First, I must congratulate the principles who undertook a project
of such magnitude. To try and put one’s fingers on the pulse and
needs and desires of this Nation’s disability and rehabilitation com-
munity, especially with diverse assistive technology information
needs of consumers, is an enterprise of unbelievable proportions.

I would guess that, given pure numbers and variances with the
information requests that I have witnessed over the 15 years, that
a true picture of this population is nearly impossible.

I appreciate the design and the use of the surveys, both for con-
sumers and service providers, but it is my feeling that in order to

72-423 - 93 - 5
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get an accurate picture of this distinctive consumer population,
thousands of completed surveys and interviews would be needed.

Given the hundreds of disabling conditions and the uniqueness
within each of these conditions, there are literally millions of dif-
ferences from consumer to consumer.

I feel that using the responses of 548 consumers to represent the
needs and desires of millions of Americans with disabilities weak-
ens the perspective of the consumer in the study.

This is not to say that the final recommendations do not have
merit; they do. In fact, much of what has been recommended is al-
ready being done, according to my knowledge.

To strengthen the consumer’s perspective on these issues, it
would be necessary to gain more suggestions and comments. Be-
cause of the short amount of time made available to comment on
the study and the lack of publicity regarding the opportunity to
make comments, perhaps it would be possible to have other ave-
nues made available for the public, especially consumers and serv-
ice providers, to make comments and provide further expertise to
the subcommittee.

The study does not give detail or depth in its assessment of what
is currently being done in the field. I wouid like to have seen a
more detaif’ed report of existing programs and projects linking who
is doing what in regard to each of the recommendations.

For example, I know the University of South Carolina Center for
Developmental Disabilities staff works in close concert with a
fairly new group, FIND-—Forum for Information Networking in
Disability-—to move along with the notion of a standardized taxono-
my scheme. Yet, the good work that they are doing is not brought
into the study’s sphere.

Under another recommendation, much of the work that is being
encouraged under the 1-800 number system is currently being done
by ABLEDATA as well as many of the more experienced Assistive
Technology Act States. As more States are funded and previously-
funded projects mature, even more of this work will be addressed.

The RESNA technical assistance projects provide training and
identify exemplary projects and programs at its annual all-States
conference, maybe not exactly what is being recommended, but
they do have the network and they do have a great deal of experi-
ence with training these information and service providers.

What I am trying to say is that this study and its recommenda-
tions could be much stronger if it identified what is currently being
done in the field and provided a plan with specific tasks to build
upon what is currently being done rather than making recommen-
dations for new efforts.

Not everything that has been recommended is redundant. In
fact, probably the most compelling need is for a coordinating insti-
tute to bring specific standards for all general areas of operation
with special considerations made for each unique category of pro-
viders and end users regarding the provision of rehabilitation and
disability information management.

However, we must be careful not to create a monolithic center
with no room for individuality where a big-brother sort of mentali-
ty exists. Remember, the challenge here 15 to bring everything to-
gether, not make everything look exactly alike.
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A single resource coordinator working in a support group organi-
zation’s library could never run their operation the same way or
with the same standards that would be expected of a $300,000-a-
year national information dissemination and utilization project.
Yet, they both provide services that are essential to their respec-
tive target audiences.

Probably the most needed recommendation is the concept of a
national public awareness campaign. However, rather than estab-
lishing a grant project to advertise other projects’ work, we should
eliminate the middleman and allocate these funds to existing
projects.

Very few Federal dollars are appropriated for public awareness
and marketing efforts. In some ways, the current situation is akin
to the earlier circumstance where useful information was being
produced but nobody knew about it.

Now we have taken the concept a step further. We are doing a
good job of collecting and organizing such essential information.
However, we are falling short in our efforts to illuminate where
these dissemination points are located and how to access the infor-
mation.

If we do not begin to put more resources into promoting these
existing programs, all that will have been accomplished is to have
moved this information from the project officers’ closets to the li-
braries. We have still not reached the end users.

I was talking with people about this, and one of the things that
had come up was that there is a number of very excellent recom-
mendations but they felt that there might be a little fluff; one of
the places of fluff would be this one, in that it probably could not
be funded. I really encourage a strong look at identifying these dis-
semination points.

I know, for instance, at NARIC, which operates under an
$800,000-a-year budget, I have trouble justifying ever even going
across the Mississippi to a national conference or meeting, because
it is just too expensive.

I cannot go to New Jersey, where I am going to reach 4,000 con-
sumers, because it costs $1,700 to have a booth.

S0, even with a budget that big, most of those resources go into
answering requests and providing publications. It does not get us
out into the public.

I cannot buy advertising in these programs. What I do is barter
my mailing list and say, “‘Here, you can have $500 worth of maii-
ing labels if you give me $500 worth of advertising.” It is a creative
way to get the word out, but it is very inefficient. I strongly suggest
looking closely at that recommendation.

I also feel that all of these recommendations should be struc-
tured as tightly as possible, more in the form of a contract rather
than a grant. Under a contract, the exact tasks can be identified so
that they are measurable, contain specific timelines, and distin-
guish precise resources to be used in the accomplishment of their
goals and objectives.

In talking with a professional about the study, the concern re-
garding objectivity was raised. My response was that I felt this was
very objective but that I could not say for sure because I did not
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have enough information regarding the specific methods used in
identifying this population.

Although it is too late in this instance, I do know a way to assure
objectivity and suggest to this subcommittee that other recommen-
dations in the future disqualify any of the feasibility authors or
principles from receiving subsequent funding at least for the next 2
or 3 years.

In summary, I feel that the basic theme of this study to bring
together all the information and dissemination efforts in order to
provide better services and to continue to improve the quality of
life for each of the millions of Americans must be advanced.

I am committed to continuing my personal pursuit of helping
people with disabilities and would like to see this work encouraged
with careful planning and controls to prevent expending unneces-
sary dollars on duplicate efforts.

Again, 1 thank the members of this subcommittee for the oppor-
tunity to provide my personal commentary and emphasize my will-
ingness and heightened interest in being involved with this signifi-
cant endeavor.

I also want to state, as a project director for NARIC, that our
support and assistance to further the mission of the committee is
available. We want to be helpful in any way and invite you to use
all the resources housed at NARIC and ABLEDATA.

Thank you.

[The prepared statement of Mark Odum follows.]

StaTEMENT OF MARK X. OpuM, PROJECT DIRECTOR, NATIONAL REHABILITATION
INFORMATION CENTER

Thank you for giving me the opportunity to speak before this subcommittee, It is
a privilege to be a part of this process and an honor to provide testimony to be in-
cluded as part of your deliberations regarding the reauthorization of the Technology
Asgistance for Individuals with Disabilities Act.

As an individual having incurred a spinal cord injury nearly 20 years ago due to a
sporting accident, I have seen and been a part of great changes in the ways that
persons with disabilities have been treated as well as how we have perceived our-
selves. Through my personal experiences, I also know what a difference accurate,
timely information—whether it is program information on a specific service, or
product information regardinisgl;e latest technology available—can make in the
daily life of a person with a disability. After my accident I returned to my under-
graduate studies with a new focus—to help empower persons with a disability to
gain the fullest quality of life, disability notwithstanding.

In June 1978, a time when the Rehabilitation Act of 1973 was inning to effect
changes, I became involved in the political transformations dicta by law as well
as the social changes being afforded to an up-and-coming minority. I successfully
sought election to the student government and helped set new policies in order to
conform to the new regulations. I was primarily responsible for establishing one of
the first disabled student service offices at an institute of higher education in the
country. Through these ventures, I recognized a great feelingI of enjoyment out of
helping others less fortunate than |, and in a way, felt that through these efforts I
was paying back all the people who had helped me.

Shortly after returning to school, I was introduced to the world of personal com-
puters. Immediately I realized the potential of these “miracle” machines and recog-
nized that this new technology was a great equalizer. With the help of my family, I
acquired a personal computer for my home. What a godsend! It was as if a genie
had been released from its lamp. To say that I embraced this technology would be
an understatement. I could handle huge amounts of electronic data, regardless of
the limitations due to mfr disability with ease. I was on a level playing field with my
fellow students who could easily manage large volumes of books or documents that
were otherwise physically iraccessible to me.
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These two smell but poignant revelations were major catalysts in elevating me to
my present position as Director of the National Rehabilitation Information Center
NARIC].
| In 1978 I was hired by The Catholic University of America [CUA] to work as a
Program Specialist for the NARIC project. At that time NARIC was in its second
month of funding as a dissemination and utilization grant by NIDRR's predecessor,
the National Institute of Handicapped Research {NIHR]. Over the past 15 years |
was involved with every aspect of this effort to collect, organize, and disseminate
useful information regarding all aspects of rehabilitation and disability on a nation-
al level. Although I did leave the NARIC project for almost three years [December
1974 to October 1987], in many ways | am the institutional memory of this innova-
tive project. To complete the circle, 1 returned to NARIC as the Media and Acquisi-
tions Manager in 1987 when Macro International Inc. was awarded the contract to
operate NARIC, Macro International is a 27-year-old for-profit company that offers
a wide range of services including survey and market research, management ¢on-
sulting, training, and information systems. About B) percent of Macro's work is for
Federal agencies, with a strong emphasis in areas such as alcohol, tobacco, and
other drug abuse prevention training; educational products development; disability
and rehahilitation information management: and youth health risk surveys.

In 1990 | was appointed NARIC Project Director when my predecessor went to
another project.

Let me go into some detail about NARIC's origin and where it is today, especially
regarding its many products and services. The concept of a national rehabilitation
information center was first mentioned in legislation during the middle 1960s and
subsequent]y formalized in the Rehabilitation Act of 1973. But it wasn’t until 1976,
when The George Washington University performed a feasibility study outlining the
need for a specialized collection of information and identifying specific components
and tasks for such an operation, that the path was set for what was to become a
premier source of national disability and rehabilitation information for profession-
als and consumers, alike. The basic premise of this feasibility study was that the
Federal Government, specifically Rehabilitation Services Administration [RSA] and
NIHR, was spending large amounts of money for many worthy projects that had
been generating a %reat deal of practical information, but this information had no
formal mechanism for its dissemination. Hence, many of these data were either lost
or they just sat on the shelves or in the closets of the respective project officers. In
reality, no matter how valuable the information might have been, it was not getting
into the hands of these who needed it the most—consumers and service providers—-
and therefore, rendered nearly worthless.

In 1978 CUA’s School of Library and 1nformation Science won the award to begin
such an undertaking.

NARIC was extremely innovative from its beginning. CUA implemented the feasi-
bility atudy’s recommendations to manage as much of the information contained in
the Center as possible by computerized methods. As my friends in the library world
like to say, it is one of Lﬁe oldest collections never to be organized by a manual card
system. at an advante,gli‘; Fifteen years later the database structure is exactly
the same and continues 1o be used in responding to almost 20,000 requests for infor-
mation annually.

ln its first two years of funding, NARIC collected and organized RSA- and NIHR-
funded information almost exclusively. Although most of this original collection was
geared toward and used primarily by service providers and rehabilitation profession-
als, NARIC's popularity grew to the point where having information to assist profes-
sionals with tﬂgir research was not enough. Within the next three years, four signif-
icant additions were made to the project in order to meet both the growing amount
of, and the growing need for, specific information.

First, it was decided to expand the scope of the collection to include information
not fqnded by the Federal Government such as journal articles and books published
by private enterprises. Second, a highly-specialized collection of information on com-
mercially-available devices and assistive equipment was added to the inventory of
available information being disseminated by NARIC, This database wag initially col-
lected and manually organized by an occupational therapist from the University of
Tennessee—Marian Hall. As a part of this enhancement of NARIC's realm, both
NIHR and the State of California Erovided funds to computerize this unigue collec-
tiou of information and designed the basics of the database after the scheme set up
to organize NARIC's primary database—REHABDATA. This database of product
and device information was named—ABLEDATA. [In 1987, NIDRR separated AB-
LEDATA tasks from the NARIC contract. After a year of lying dormant, the ABLE-
DATA contract was awarded to Newington Children’s Hospital. In 1992, Macro
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International won the recompete for the ABLEDATA project and joined its services
with NARIC where possible, thus making it easier for consumers and service provid-
ers to access complementary information.] The third change was to fund NARIC as
a contract rather than a grant and hold its administering body accountable for suc-
cessfully performing specific tasks to accomplish its dissemination and utilization
mission. The final major modification during these years-—the introduction of a toll-
free 800 phone number—would change NARIC's course and set a theme which con-
tinues to grow under Macro tutelage of both NARIC and ABLEDATA.

More and more, consumers are taking control of their lives and seeking specific
information for their personal use. The medical model of having to go through a
professional to get an interpretation or clarification of bewildering scientific jargon
was becoming archaic, even unacceptable. No longer were health professionals serv-
ing as the middle person for the flow of information. Almost overnight, statistics
showed a major shift in NARIC's user base. Prior to the 800 number, persons with a
disability and their family members were always one of the smaller categories of
users. Since that time, monthly statistics continually show that nearly 40 percent of
NARIC’s users are consumers, including their family and friends—by far. the larg-
est category of users. Other groups of users include educators, administrators, stu-
dents, therapists, librarians, and counselors.

In order to reach this burgeoning audience, the NARIC project an to increase
its publishing efforts. Besides initiating its trade newsletter in 1980, The Pathfinder,
NARIC was charged with publishing more patient education-type literature such as
resource guides. The research community was not forgotten or overlooked in these
efforts and annotated bibliographies on specific research topics as well as literature
reviews were produced too. At the same time ABLEDATA-related information was
being condensed and rewritten in easily understandable layperson’s terms and pub-
lished as fact sheets, each with a specific genre of products or devices in mind.
Where possible, evaluation information was included; however, very little of this
type of information was being generated by qualified professionals. Macro built on
these efforts and began to print short, informative one-page responses to frequentl
asked questions. These publication efforts have grown exponentially throu
Macro's leadership over the vears to the point where the NARIC and ABLEDATA
projects now, in 1993, produce directories, thesauri, [one for each of the two major
databases], fact sheets, resource guides, a newsletter, bibliographies, and other as-
sorted informational products. Macro has made sure that all of the Center’s publica-
tions are available in alternative media—large print, audiocassette, braille, and
electronically on diskette——and in Spanish.

As part of Macro’s commitment to provide useful information and to be respon-
sive to the information needs of NARIC's and ABLEDATA's constituency, some
products have been assembled outside of the contract’s requirements. One such ex-
ample is the Directory of Librarians and Information Specialists in Disability and
Rehabilitation. There has always been a need to identify individuals who are ex-
perts within any specific category or field. To help answer this need, Macro sent out
press releases and order forms to editors of disability and rehabilitation publica-
tions, librarians, independent living centers, support groups, and advocacy organiza-
tions on the NARIC mailing list at no cost to the project. We asked that anyone who
felt they had some expertise to share [on any of the more than 300 subject areas
within rehabilitation or disability disciplines] and would be willing to receive phone
calls, to complete the directory form and return it to NARIC. Within eight weeks we
had more than 400 responses. When the directory was published, we announced that
the directory was simplgva list of self-described experts willing to share their specif-
ic knowledge for free. er the past four vears, hundreds of directories have been
disseminated and efforts to update the first edition of the directory are currently

underway.
Other directories produced by the NARIC and ABLEDATA projects include the
NIDRR m Directory, NARIC Guide to Disability and Rehabilitation Periodi-

cals, Manufacturer'’s Telephone Directory, andA Directory of National Information
Sources on Disability. In addition to these directories we produce 16 ABLEDATA
Fact Sheets [each sheet describes a specific group of devices with the only exception
being a notable one: Fact Sheet on Funding Assistive Technologies], three NARIC
Resource Guides and a newsletter——NARIg Quarterly: A Newsletter of Disability
and Rehabilitation Research and Resources.

One often unheralded publication of the Center is the NARIC thesaurus. In ¢on-
junction with the development of the REHABDATA data database in 1979, a the-
saurus was initiated to define and control the index terms or descriptors used to
identify each document in the collection. This thesaurus was designed after the
ERIC Thesaurus of Descripiors which was recognized as the leader in the field at
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the time. Over the years the NARIC thesaurug has evolved along with the changes
in vocabulary associated with the disability movement. Each change, addition, or de-
letion has been specifically reviewed and approved by the NIDRR Project Officer at
the time. In 1987, when Macro International began to operate NARIC, a major
change was made in the original focus to reconstruct the thesaurus to conform to
the ANSI standards set for all thesauri. Scope notes were added to help clarify and
further define each term, and additions such as broader terms, narrower terms, re-
lated terms, and antonyms were made where appropriate. Again, terms have been
added, changed, or deleted each year, however, 1 feerthat this fourth edition of the
thesaurus remains a standard within the highly-gpecialized language associated
with the rehabilitation and disability field.

Now combined with NARIC’s thesaurus in a uniquely bound, joint publication of
the NARIC and ABLEDATA projects, is the ABLEDATA Thesaurus. This document
constitutes the controlled vocabulary used to identify product and design entries in
the ABELDATA database of assistive technology and rehabilitation equipment.
There are currently 17 major sections of the thesaurus. Each section is divided into
subheadings of major groupings within the section, and each subheading is again
divided into identifiers [sub-subheadings], which locsely correspond to the brouder
terms of the NARIC thesaurus. The lowest level of the outline is the generic term.
All of the levels of the ABLEDATA Thesaurus serve to assist in searching the data-
base, and give a logically ordered, alphabetical reference detailing the scope and
extent of the database records. New generic terms and identifiers are added as
needed, with the approval of the NIDRR Project Officer. To date, 36 generic terms
have been added since Macro began administering the project in February 1992.
When possible, new generic terms are worded with the same terminology as found
in the Americans with Disabilities Act Accessibility Guidelines [ADAAG] and other
current documents pertaining to the field of assistive technology to maintain a
standardized vocabulary. Many information centers and specialty databases consider
the ABLEDATA Thesaurus tﬁe accepted dictionary for assistive technology, reha-
bilitation, therapeutic and home health care products.

| have spoken about the major databases and publications maintained by NARIC,
Now | want to spend some time reviewing what I refer to as the heart-and-soul of
our information center, the information and referral system. For the most part, the
basics have remained the same over the 15 years of NARIC's existence. Anyone can
initiate an information request by either calling [voice, fax, or text telephone], writ-
ing imail, E-mail, or other electronic means), or visiting the Center and speaking
with an information specialist. Our information specialists are trained [and continue
to receive ongoing training on a monthly basis] to discern each individual’s specific
tequest through a highly-structured intake interview process. Once the request has
been determined and agreed upon [we see it as a covenant between the patron and
information specialist], a work order is preacribed and depending on the nature of
the request, action is taken by the information specialist exclusively, or a number of
s}ai_ff willl be involved in the process to satisfy the request and deliver the answer
efficiently.

At this time we have three full-time information specialists; two have their MLS
degrees in library and information science [the third is a few credits short of her
ML3 deg‘ree]. Two are persons with a disability and the third was raised by a parent
with a disability. The‘,?v are very cognizant of the special situations routinely a part
of many requests and masterful in fielding emotionally-charged requests t%at con-
ventionally accompany “hotline” calls that come into the Center through the toll-
free phone line. Each information specialist takes pride in helping Eeogle and they
often relate stories of how they got the right answer for a person who had nowhere
else to turn. Every week we get thank-you notes from all levels of individuals,
whether they are the head of an agency or a parent of a child with a disability,
thanking us [or the individual information specialist] for making a difference in
their lives. Those letters are as good as a paycheck when it comes to the personal
gratification one gets for a job done well.

One of the more amazing accomplishments within our information and referral
efforts over the past five years has been our ability to successfully answer a growing
number of requests. When Macro began operating NARIC in early 1988 we were
answering approximately 300 requests for information a month. Over the last six
months we have guccesstully answered an average of almost 2,000 requests for infor-
mation each month with three information specialists and the assistance of two sup-
port staff. We have met this challenge with a two-pronged strategy revolving around
the principles of being as efficient as possible. First, we have made all information
[except for the ephemeral literature] available to the information specialists elec-
tronically. Through the Center’'s computer system, an information specialist [or any



124

staff for that matter] can access information from any of the Center’s eight data.
bases, update or initiate the patron’s record of basic demographic information, and
initiate a work order for a support staff to complete |along with an automated in-
voicing system that calculates all charges, including postage charges, and automati.
cally updates our mailing list information}l—all witflout leaving their work area. Of
course, not all requests are as easy as this, but many can be answered quickly. Sec-
ondly, we utilize support staff and volunteers wherever possible to provide assist-
ance with pulling documents from the shelves, photocopying, packaging the request
once it has been approved by the information specialist originating the request, and
finally, reshelving any materials used to answer the request.

As part of N:ﬁIC's and ABLEDATA's effort to keep in communication with our
patrons, we maintain an extensive mailing list which currently contains the names
of more than 21,000 individuals and organizations. This mailing list is updated daily
and continues to grow at a net rate of approximately 200 every month. To maximize
the varicus uses for the mailing list, entries are coded into 70 categories according
to status and function. The more popular categories include individuals with disabil-
ities, rehabilitation facilities, organizations serving persons with disabilities, manu-
facturers and distributors of assistive technology, and independent living centers.
Through this list we are able to tailor special projects for specific target audiences.
For example currently we have more than 4,800 persons with a disability or a
family member or friend in the list.

Given all these activities, one might think that NARIC and ABLEDATA is the
end-all or be-all in the dissemination of rehabilitation and disability information.
This is not the case. For instance, NIDRR currently funds over two dozen projects in
addition to the funded Assistive Technology Act States whose central focus is to gen-
erate and disseminate information about varicus aspects of assistive technology,
alone. This number does not include Rehabilitation Engineering Centers {REC,
Small Business Innovative Research [SBIR] projects, and other projects whose main
focus is the design or production of devices. Some of these projects are funded under
the Assistive Technology Act to conduct training or puB]ic awareness activities.
Others are RECs whose focus is the improvement of assistive technology services in
specific areas such as vocational rehabilitation, services to older persons, device
evaluation, or technology transfer. Still others are smaller projects which address a
narrower topic, such as the use of assistive technology by parents with disabilities.
Finally, several projects focus almost exclusively on information dissemination, such
as ABLEDATA and the project conducted by Computers to Help People. What all
these projects have in common is a central focus of generating and disseminating
information about assistive technology devices and services.

In addition to these projects, several projects whose primary focus lies elsewhere
have disseminated valuabie information on assistive technology. For example, last
year the Arkansas Research and Training Center in Vocational Rehabilitation pro-
duced an excellent monograph entitled “The Provision of Assistive Technology Serv-
ices in Rehabilitation.” Three of the Regional Information Exchanges include the
provision of rehabilitation engineering services in the areas of exemplary practices
which they work to identify and promote.

In fact, the trend requiring each project to become more accountable in their dis-
semination and utilization efforts has deen made even more apparent with the new
legislation written into the Reauthorization of the Rehabilitation Act of 1973. The
basic notion requiring NIDRR projects to include a dissemination component as part
of their basic service will exponentially increase the number of contact points avail-
able for consumers and professionals.

For instance, the Trace Center which is located in the Waisman Center for Re-
search on Developmental Disabilities at the University of Wisconsin-Madison, pro-
vides a wide range of information services to assist them with their activities and
grovu:le an avenue to disseminate their results. The Trace Center was started over

) years ago to address the communications needs of non-vocal children and adults.
Currently, the Trace Center’s scope covers four principal areas: [1] communication,
[2] control mechanisms to operate sophisticated assistive technologies, [3] computer
access for persons with a disability, and {4] information system access.

Under these focus areas there are seven principal activities [1] basic research
which fosters the design of devices and software, [2] the research and development
of specific products [e.g., HyperABLEDATA which has a special interface to increase
access to the ABLEDATA database; the Cooperative Service Directory Database
which collects and disseminates product and service information on a local level; the
Trace Voice Sampler that contains veice samples from major types of synthesizers;
the Trace ResourceBook which has information on most of the assistive technol
products for communication, control, and computer access, Design Guidelines for
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{‘'vmputers which can assist computer manufacturers in the design of more accessi-
ble computers;, and a Campus/Library Information Systems Accessibility Manual
which can be used for implementing computer accessibility in postsecondary educa-
tion environments], [3] standards for the design and manufacturer of products to
ensure compatibility, [4] commercial facilitation that assists with evaluating techno-
logical concepts and moving them into the marketplace, [5] information manage-
ment which includes collecting and disseminating information on technology for
cummunication, control, and computer access which includes information and refer-
ril work, as well as developing and improving access to other databases in the field
of assistive and rehabilitation technology—especially making databases more acces-
sible to consumers and service providers, [6] a training component as part of a work-
shop series, and {7] clinical services. Basically, the Trace Center's major focus is to
create 8 more accessible world, especially within the electronic media.

As you can see, there is a large number of ongoing efforts that are creating more
usable information while at the same time providing some sort of a dissemination
role with support from an information and referral effort. Each has a particular
domain that sometimes intermixes with other collections or efforts, and it is here
where strong, well-defined undertakings must have a specific set of tasks to organize
and lead all of these ongoing endeavors into the next millennium.

This brings me to the specifics of the feasibility study authored by the Center on
Developmental Digsabilities out of the University of South Carclina.

First, I must congratulate the principles who undertook a project of such magni-
tude. To try and put one's finger on the pulse of the needs and desires of this Na-
tion’s disability and rehabilitation community, especially the diverse assistive tech-
nology information needs of consumers, is an enterprise of unbelievable proportions.
1 would guess that, given pure numbers and variances within the information re-
quests that 1 have witnessed over the past 15 years, that a true picture of the popu-
lation cannot be done. I appreciate the design and use of the surveys—both for the
consumers and the service providers—but, it is my feeling that, in order to get an
accurate picture of this distinctive consumer population, thousands of completed
surveys and interviews would be needed. Given the hundreds of disabling conditions
and the uniqueness within each of these conditions, there are literally millions of
differences from consumer to consumer [e.g., it is generally accepted that mo two
spinal cord injuries, except for complete transverse separations at the exact same
level of the spinal cord, are identical and therefore, the abilities and needs of each
ot these 500,000 individuals are different). I feel that by using the responses of 548
consumers to represent the needs and desires of 43 million Americans with digabil-
ities weakens the perspective of the consumer in this study. This is not to say that
the final recommendations do not have any merit. They do! In fact, much of what
has been recommended is already being done, according to my knowledge.

To strengthen the consumer’s perspective on these issues, it would be necessary to
gain more suggestions and comments. Because of the short amount of time made
available to comment on this study and the lack of publicity regarding the opportu-
nity to make comments, perhaps it would be possible to have other avenues made
available for the public, especially consumers and service providers, to make com-
ments and provide further expertise to this subcommittee.

This study does not give very much detail or depth in its assessment of what is
currently being done in the field. Certainly a comprehensive review of the current
literature should be Ionger than four pages. I would like to have seen a more de-
tailed report of existing programs and projects, linking who is doing what in regard
to each of the recommendations. For example, 1 know that the University of South
Carolina's Center for Developmental Disabilities staff works in close concert with a
fairly new group—FIND [Forum for Information Networking in Disability] to move
along with the notion of a standardized taxonomy scheme, yet the good work that
they are doing is not brought into this study’s sphere. Do we really need $200,000 to
bring together the top four or five thesaurus producers to agree upon specific defini-
tions and promote this vocabulary when there are groups who have been working
with this issue for years?

Under another recommendation, much of the work that is being encouraged
under the 1-800 number system is currently being done by ABLEDATA as well as
many of the more experienced Assistive Technology Act State projects. As more
States are funded and previously-funded projects mature, even more of this work
will be addressed.

The RESNA technical assistance project provides training and identifies exempla-
ry projects and programs at its annual All States conference. Maybe not exactly
what is being recommended, but they do have the network and they do have a great
deal of experience with training these information service providers.
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What I am trying to say is that this study and its recommendations could be
much stronget if it identified what is currently being done in the field and provided
a plan, with specific tasks, to build upon what is currently being done rather than
making recommendations for new efforts.

Not everything that has been recommended is redundant. in fact, probably the
most compelling need is for a coordinating institute to bring specific [including pro-
visions that respect the unique desires and needs of the end users| for all generat
areas of operation, with special considerations made for each unique category of pro-
viders and end users, regarding the provision of rehabilitation and disability infor-
mation management. However, we must be careful not to create a monolithic center
with no room for individuality where a big-brother sort of mentality exists. Remem-
ber the challenge here is to bring everything together. not make everything look
exactly alike. A single resource coordinater working in a support group organiza-
tion's library could never run their operation or conform to the same standards ex-
pected of a $300,000-a-year naticnal information dissemination and utilization
project. Yet, both provide essential services for their respective target audiences.

Prebably the most needed recommendation is the concept of a national public
awareness campaign. However, rather than establishing a grant project to advertise
other projects’ work, eliminate the middleman and allocate these funds to existing
projects. Very few Federal dollars are appropriated for public awareness and mar-
keting efforts. In some ways, this current situation is akin to the earlier circum-
stance where useful information was being produced but nobody knew about it.
Now, we have taken this concept one step further. We are doing a good job of col-
lecting and organizing such essential information for dissemination, however, we
are falling short in our efforts to illuminate where these dissemination points are
located and how to access the information. If we do not begin to put more resources
into promoting these existing programs, all that will have been accomplished is to
have moved this information from the project officers’ closets to the libraries, but
we still have not reached the end users. Professionals and consumers alike, still
have to search for existing sources of information.

I also feel that each of the recommendations should be structured as tightly as
possible, more in the form of a contract rather than a grant. Under a contract, exact
tasks can be identified 20 that they are measurable, contain specific timelines, and
distinguish precise resources to be used to accomplish the goals and cbjectives.

In talking with another professional about this study, the concern regarding objec-
tivity was raised. My response was that I felt it was objective but that I couldn’t say
for sure because there was not enough information given regarding the specific
methods used when identifying the sample populations. Although it is too late in
this instance, I do know one way to insure objectivity—disqualify any of the feasibil-
ity authors or principles from receiving subsequent funding, at least for the next
two or three years. Perhaps this is something that should be done for all studies of
this type, routinely.

In summary, I feel that the basic theme of this study to bring together all of the
dissemination and utilization efforts in order to provide better services and continue
to improve the quality of life for each of the 43 million Americans must be ad-
vanced. | am committed to continue my personal pursuit of helping people with dis-
abilities and would like to see this work encouraged with careful planning and con-
trols a& not to expend unnecessary dollars on duplicate efforts. Again, I thank the
members of this subcommittee for the opportunity to provide my personal commen-
tary and emphasgize my willinghess and heightened interest in being involved with
this significant endeavor. 1 also want to state that, as Project Director of NARIC, 1
want to offer Macro's support and assistance to further the mission of this subcom-
mittee. We want. to be helpful in any way and invite you to use all of the resources
housed at NARIC and ABLEDATA.

Chairman OweNs. Thank you, Mr. Odum.

In case you did not understand my remark about the librarians,
it was self-serving. I am a librarian and wanted to make certain
the record showed the contribution they are making.

Before we go on to the questions, I want to recognize Commis-
sioner Susan Urofsky of the Department of Rehabilitative Services
here in Virginia. She is one of our hosts, and we would like to
thank her for hosting us today.
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[ also would like to point out that, in the back, we have some
assistance technology devices on display. You are invited to take a
look at those at the end of the hearing.

We also have some components of the Virginia Information Re-
ferral system back there, too. I hope you will have a look at that.

| yield to Mr. Scott for questions.

Mr. Scorr. Mr. Chairman, you had put on the record that you
are a librarian. [ would like to—in light of some of the other com-
ments made about funding, I want to point out that the distin-
guished Chairman of this subcommittee is also from New York,
which may explain some of the comments on funding.

Mr. Odum, I think you mentioned that after the 800 number had
been instituted, the percentage of calls from consumers went up
dramatically.

Mr. Opum. That is correct.

Mr. ScorT. Do you attribute all of that to the 800 number?

Mr. Opum. I think it eased the way to access this information. If
you are out in Ames, lowa, and you need some information, it is
awful easy to pick up a phone and have a free lifeline, if you will,
to this National Center.

You do not know what this National Center is. You hear that
yout can get rehabilitation information, and you call up; whereas
before, if you were to try and access us, it would have cost you the
toll for that phone or you would have had to write some sort of a
letter to get to us, and it was just very inefficient.

We want instantaneous gratification out of our actions. We
would rather pick up a phone and hear something right away. We
do not seem to, unless in most desperate times, write or take longer
methods to try and get these sort of calls.

So, I do believe what it did was open up a real large conduit to
the most desperate people out there that had no easier way to get
information,

Mr. ScoTT. So, you are saying that most of the increase has come
through the 800 number?

Mr. OpuM. No. Again, as [—80 percent of our information re-
quests come through the telephones. We do not have it detailed to
know how many are 800 as opposed to those that might call our
regular lines.

We do have it geographically. So, I could probably go back and,
assuming that most of the people calling out of our calling area are
using the 800 number, I could then establish a number for that,
but I would daresay most of them do come through the 800
number.

Mr. Yasnig. Mr. Scott, may I make a comment?

Mr. Scorrt. Yes.

Mr. Yasnig. An 800 line also provides a certain degree of ano-
nymity to the people. Additionally, they are talking to somebody
who can relate to them.

Many times—and I am sure Mark will attest to this—the people
who are calling, nine times out of 10, do not know what questions
to ask. It is the people that they talk to who are trained, who can
be empathetic, who prompt them and are able to extract what the
needs might be and what the other resources could be. That is a
very important aspect of any information system.
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It is very important because you can provide literature and you
can mail things back to them and leave it for them to browse
through and understand to their ability.

So, information specialists or people who are at the other end of
the phone, provide a very important function that the 800 number
provides. That’s probably why a lot of the people—the increase
could be attributed to that.

Mr. Scorr. Mr. Odum, you mentioned you have three people re-
sponding; that you have developed what sounded like an individ-
ualized and customized response to each individual. You are doing
about 100 a day. I guess my question is what kind of quality re-
sponse can you give with that kind of volume?

Mr. Opum. I think we can give very good quality.

First off, you have to remember, it is the acquisition of the data
collection where this process starts. If you are collecting good data,
your chances of getting it out are that much better.

It is very important, in the intake interview, to ask specific ques-
tions of what this person needs. Through the telephone line, espe-
cially the 800 number, as Gary says, you can have this give-and-
take, as we’ll call it, an intake interview: What are you looking
for? Okay. My son has such-and-such. How old is your son? It
makes a difference if they are 12 or if they are 35.

So, through this give-and-take, what it comes down to is narrow-
ing that information request, making sure that the information
specialist has the correct request, restating it to that person, and
then going to the collection, through the computerized needs or
whatever, to try and discern this information.

If it 1s not available, then it is going to the next source or refer-
ral and trying to refer to the RESNA TA or to the local States who
might have better local information.

Again, we are a national center. We do not have our hands on all
the highly-detailed local information that is available out there,
but hopefully we do know where to point the people out.

So, every request that we answer has a user services survey to go
zlvith it so that they can fill out and let us know how well we have

one.

Mr. Scott. Can people actually get through on the phone?

Mr. OpuM. Sometimes we hear that it is quicker to walk than to
u}sl.e that number. The phone is always busy, but the numbers are
there.

Mr. Scorr. Mr. Tremblay, on the loan program, we heard a 25-
percent default rate, and your default rate is in the 1 percent, Y2
percent range, depending on what number you are using.

Can we expect that kind of default rate—I guess we could expect
that kind of default rate if we are judging people on creditworthi-
ness.

What would happen to the people who, quite frankly, are not
worthy of credit, and I say that because a lot of people in this situ-
ation, as the first witness testified, have expended themselves into
bankruptcy because of the disabilities.

Does your program anticipate any extension of credit to those
that may not be creditworthy?
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Mr. TREMBLAY. Yes. Let me clarify one point. One out of every
five applicants who comes into the program has no record of credit,
and yet, their record of receiving a loan is close to over 95 percent.

When we talk about creditworthiness in the Maine loan pro-
gram, I should have clarified that we are talking about a very lib-
eral definition.

The reason that we created the loan program in the first place
was because the conventiona! lending arena would not loan money
for a lot of the technology, but beyond that it would not loan
money to people or to a lot of the people with disabilities who
needed technology, because they are on fixed incomes.

So, I should point out first that the Maine loan program experi-
ences this default rate at the same time that it makes money avail-
able to a significant number of loan applicants that are on $SI and
iimited income.

Now, in some cases, those people need to have somebody co-sign,
but in many cases we will collateralize that loan with the equip-
ment.

For example, if a person needs money for, say, an automatic door
opener that may cost $750 to $800 for their apartment that they
can get into—or because they want to get into and out of it inde-
pendently--we can set up a financing structure over 3 or 4 years,
c}\]ren with their limited income, so that they can afford one of
these.

Mr. Scortr. You had mentioned an average loan of about $9,000,
something like that. What portion of your loans go to individuals
and what portion to commercial establishments?

Mr. TREMBLAY. The vast majority go to individuals. I think, out
of the whole portfolio loaned to date of $2.4 million, there is prob-
ably less than $100,000 to commercial businesses, although we are
seeing now an increase in applications from businesses because of
ihe advent of the Americans with Disabilities Act and some of
those requirements.

So, I think we can anticipate that more money in the future will
be going to businegses. However, the legislation will only allow up
to a maximum of 20 percent of the funds for businesses; fully 80
percent have to remain with individuals.

We heard in testimony, and I mentioned in my remarks, that
when reasonable accommodations are made by businesses for per-
sons with disabilities to come to work, 80 percent of those accom-
modations can be made with expenditures under $500.

Some, obviously, will be much more than that, and having a loan
fund will make it a lot easier on those businesses to comply.

Mr. Scorr. Mr. Fifield, in training, should we have some kind of
certifications or should grants have mandatory training compo-
nents in them? It is one thing to say you ought to have training,
but there ought to be some oversight. What is good training and
what is bad training?

You want to make sure the information gets across, so is there
any—do you have any idea what ought to be in the Act to make
sure that we get good quality in terms of training, either certifica-
tion or some kind of mandates?

Mr. FirieLp. In our country, we usually leave that up to the
States. States are responsible for certification in almost all cases
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and licensing and so forth. They usually are working in conjunc-
tion with professional organizations that set some kind of stand-
ards, some types of—the level of competencies and so forth.

Those can be used very effectively, and I think that, rather than
having to put that language into Federal legislation, the easiest
way would be to include it as the State competencies or indicate
that they have to establish those competencies.

I do know that several of the professional organizations are
working very actively now to get competencies laid out in the area
of assistive technology, so there is some level of standards or com-
petencies which people can be held to.

Mr. Scorr. Thank you, Mr. Chairman.

Chairman OwegNs. Thank you.

Mr. Fifield, your Careers Demonstration Training Program fasci-
nated me, but your comments were a little frightening in terms of
the cultural lag here, where technology has sort of run off and left
the individuals who are able to deal with it to train people and
teach people.

These 16 peos)le——do you have them in a program? Are they still
in the program?

Mr. FirieLp. They are still in the program. They started last fall.
They will finish up in 6 weeks. This is a full-year course of 15
hours a week of training. These are seniors, in their senior year in
engineering, computer science, communicative disorders, industrial
technology.

Chairman Owens. Would you care to comment on my question
about manufacturers and the possibility of establishing an industry
here where the production of these kinds of devices might have a
worldwide market. Is this something that ought to be looked at?

Mr. FirieLp. I was fascinated by that question. I had not even
thought of it before. Since you asied that question, my mind has
been conjugating, trying to think of where our technology comes
from, and I believe a lot of it does come from Japan and other
countries. Particularly, that is true in a lot of the computer indus-
tries, in a lot of the components and so forth. I think that you
bring up an issue that really does need to be looked at.

In 1986, there was a provision in the Rehabilitation Act that
called for the development of orphan technology. This was designed
to address this very problem; to start looking at the type of tech-
nology that is needed for small numbers of people that is not big
enough for a business to invest in, like our orphan drugs.

Perhaps something along that nature needs to be reexamined. A
lot more could be done in certain areas, but there will never be,
with the number of people that will be able to afford it, a big
enough market to expect a huge amount of investment from some
companies; but, I think we have a parallel.

Chairman OwegnNs. In the world, you do not think there would be
a big enough market?

Mr. FirieELp. When we are talking about the world and we can
start getting some return from some of the countries that have not
been able to use technology in the past, then we may be looking at
another possibility there.

Chairman OwEeNs. Maybe the government can play a major role
in the development of these devices and do something different,
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like charge a royalty for people who develop them themselves and
then protit from them, so that there is some return that can go
into the public coffers to be used to the benefit of people that need
help the most.

Mr. FiFieLp. Nothing would make me more proud of America
than to be able to export assistive technology rather than weapons.
I think that if we could switch this around and starting leading out
in that field, we would have a sense of pride and a sense of econom-
ic accomplishment that would be so much more beneficial.

Chairman OweNs. Your demonstration program will have 16
young minds, one of which might be able to take something like
this and run with it.

What did you mean by the National Science Foundation competi-
tit(:n that you enter into? I did not quite understand what that was
about.

Mr. FiFieLp. That is a good question. Each year, the National Sci-
ence Foundation has a competition in which you can submit—it is
usually in the area of computers——different technology that is
available, assistive technology, to help persons with disabilities,
and then the award—I believe the total prize-—the first prize is
$10,000-—goes to the group that wins that. Each vear they have
from 40 to 50 different devices that go into that National Science
competition, and so, we are putting two into that.

Also, in addition to the National Science, another one that I
want to mention is the Easter Seals competition, which is not near
as lucrative, but it gets a lot more interest in terms of devices. |
believe we have found that there are a number of other corpora-
tions and companies that have competitions.

They are usually more of a prestigious nature rather than a lu-
crative nature. This is another project that some private founda-
tion could really do something with that could make a difference
for these young minds that you are referring to.

Chairman OweNS. Mr. Odum, this information about the compe-
titions would be available on ABLEDATA?

Mr. Opum. That would actually be under NARIC, but I know of a
couple of them.

Chairman OweNs. It is under NARIC.

Would you say, Mr. Fifield, that your problem in finding people
who are familiar with and who can teach assistive technology is pe-
culiar to Utah, because Utah is a small State, or is this a national
problem?

Mr. FiFiELD. My only data on that, Congressman, is my discus-
stions with other technical grant project staff. It is a national prob-
lem. I do not believe it is at all unique to Utah.

I think some universities have further developed programs in
areas close to assistive technology.

If they have a rehabilitation engineering center or an R&T
center, which we do not have in Utah, I think that they would be
more likely to have a few people. I think it is a national problem of
frightening proportions, because I believe that we cannot teach our
special educators or our communication disorders people enough
about technology when the faculty members are afraid of it. That
is precisely what we found: faculty members at universities that
were not using the technology, did not name it, did not know what
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ABLEDATA was, did not want to get into the area because they
Were-———

Chairman OwgnNs. Technophobic is the word you used.

Mr. FiFiELD. They were all tenured, sir.

Chairman OwEgNS. Mr. Odum, would our databases show that the
people across the Nation are in greater abundance than in Utah?

Mr. OpumM. No, I do not think so. I think Utah is very typical.

Chairman QOwEeNs. A database dealing with training and——

Mr. Opum. Yes.

Chairman OWENSs. [continuing] expertise in—--

Mr. Opum. It does not deal—as a major focus on training. There
is another database out of Oklahoma State University on training
materials that would have more specifics. We are in close contact
with them all the time, and we would refer out that way.

Chairman OwEgNs. Would you care to comment, Mr. Yajnik?

Mr. Yajnik. There are certain universities that are offering
these programs. However, they are not graduating any numbers
that we can be proud of, and I think training is a major deficiency.

I would like to address that, since you mentioned that you are a
librarian. When you are talking about databases and information
systems, librarians are very good in terms of classifying lots of in-
formation, digging out obscure facts, literature, and even some-
times rare services.

So, I have approached, in terms of training, some of the library
schools to see if they would offer training for information referral
specialists. While this is a specialized area, they do not have skills
or the faculty to teach these people, and that is where, I would say,
if there is a group of-—let us say, an interdisciplinary program be-
tween engineering, computer science, library science, and even, to
a certain degree, medicine-—that would provide good all-around
training for students.

Chairman Owgens. While you are at the mike, Mr. Yajnik-—-

Mr. OpuM. May I add to that very quickly, because I have two
experiences.

th the Catholic University of America and Maryland Universi-
ty offer graduate courses on providing services to people with dis-
abilities—the classes actually come out and visit both NARIC and
ABLEDATA.

We are lucky, because the teachers of those classes, at one time
or another, did work for NARIC or for ABLEDATA. So, it does
hao%pfl:n, but it is just—it is so small, but I think that those are
models.

The ALA is very accepting of these things, but again they realize
it is a tiny piece of information in that whole world of information.

Chairman Owgns. Mr. Yajnik, with reference to your proposal
for an I&R national network, based on your study, would you care
to comment on Mr. Odum’s comment about the smallness of your
sampling and how that impacts upon your recommendations?

Mr. Yasnik. We talked about that informally, about the small-
ness of our sample. What he was referring to was that there are so
many people out there with so many diverse, I guess, needs as well
as disabilities; how can you identify these people?

We sought help from faculty of our university, from the Depart-
ment of Statistics, to identify a representative sample.
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In this way, if there are 45 million people, you do not have to get
40,000 people to get a good insight into what they may be saying.

If you are able to obtain a representative sample, even a small
sample, the confidence level may not be as great. If you have a
larger sample, of course your confidence level is that much more.

However, with the scope of the study and the timeframe that we
had to obtain the responses, we obtained the license tags and the
information on people with disabilities from the motor vehicles de-
partment from 10 States and that formed one portion of the in-
formants that we surveyed, along with many others.

So, we feel quite confident that, even though it may appear that
the sample that we have was small, the information that we have
derived from that is fairly representative of how people feel.

Chairman OweNs. You said that a national network is not only
desirable and needed but also feasible. Would you like to explain a
little more about what you mean by feasible? Do you mean you can
do it with a good cost-benefits ratio? What kind of cost are we talk-
ing about?

Mr. Yasnik. Absolutely. Well, there are so many things that we
have recommended, and the information and referral program—
youhcannot just do one thing and assume that it will work all to-
gether.

There are good programs available. What needs to be done is to
form a cohesive network that supports the ongoing and existing ef-
forts already in place, so that energy is not wasted in reinventing
the wheel, avoiding the pitfalls that most people would encounter if
they are doing it on their own, not knowing which way to go.

his field is fairly new, and what we are suggesting—what is fea-
sible is to take what is there, start building a network so that we
are providing a framework within which various programs can
evolve and remain responsive to the people who need it.

For example, one of the things that NARIC does well is provide
information about assistive technology and rehabilitation. Howev-
er, if you ask Mark, he would say the calls that they get are not
limited to rehabilitation information. They come from all over the
place, asking for all kinds of things.

Now, they may or may not have that information, and their abil-
él%‘: to manage that kind of information also would be fairly limited.

erefore, it would be useful to enlist the help of some of the other
information programs that may be out there. Creating such link-
ages is essential to maximize the dollars that are being spent.

Chairman OwegNs. The figure of $6.5 million was included in
your report as the approximate cost.

Mr. Yasnik. That is if you would indulge in all of the initiatives
that we have proposed. We have proposed those initiatives along a
timetable in steps. You do not have to do everything at one time,
but that is what it would cost, over time, to do everything correct-
ly. For example, public——

Chairman OwENSs. Six and a half million dollars is not an annual
cost.

Mr. YasNik. That is correct, sir.

Chairman OwEeNs. Over 5 years, you could create a system which
is ideal for $6.5 million.

Mr. Yasnik. That is correct.
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Chairman OwEeNSs. You would build on what exists already?

Mr. YaJNIK. Yes. Right in the beginning, you can have a pro-
gram that starts building these linkages, starts building the struc-
ture or the framework within which all these programs can work
with each other and then identify what is still not there and devel-
op that.

Chairman QwgNs. This would just be for assistive technology-—-—--

Mr. YaJNIK. Yes.

Chairman QwEgNS. [continuing] or for disabilities in general?

Mr. Yasnik. This will be in assistive technologies, building upon
the other programs that are out there.

For example, the NICHY program that caters to the need for in-
formation related to education, the aging programs that are out
there. They are already funded. I am not saying that we seek help
from them, but what I am saying is if we have to do it within the
rehabilitation and the assistive technology information, then that
is what it would cost.

Chairman OwgNs. Do you care to comment on that, Mr. Odum?

Mr. OpuM. Which portion of that?

Chairman OwegNs. The cost.

Mr. OpuM. The cost. His low point is $6.5 million. You said some-
thing about a perfect system.

Chairman OwEgNs. State of the art.

Mr. Opum. State of the art. I think we are looking into a crystal
ball. We are seeing information grow at exciting levels, unbeliev-
able levels.

I do not know if any of us here in this room could even estimate
the amount of information that is going to be generated and able to
be collected and disseminated 5 years from now. So, to say it is
state of the art and say it is going to be a panacea might be more
of a wish.

I think that it is going to take a lot of funding all the way down
the line. Even if funded at the maximum of $10 million for 5 years,
I do not know if that is going to be enough.

Chairman OwgNs. You would agree we have to do something to
get beyond these busy 800 numbers?

Mr. Opum. Yes, indeed.

Chairman OwgNs. That is a constant complaint we get, that the
800 numbers are always busy.

Mr. Opum. Well, one of the nice things I receive with my bill is a
breakout of how many—what is it>—uncompleted calls, which are
busy calls. I wish I had the percentage. I do not think it is 30 per-
cent, but there are a fair amount of uncompleted calls.

Chairman Owens. Well, I want to thank you, gentlemen. We
have learned quite a bit. In the next 10 days, we may be in touch
with you for some additional questions, and please feel free to
gubmit any additional recommendations to us within the next 10

ays.

e found this very useful, and I hope that you will talk to each
other while you are here. I think there is valuable information you
could share with each other.

Thank you. The hearing is now adjourned.

[Whereupon, at 1:33 p.m., the subcommittee was adjourned.]

[Additional material submitted for the record follows:]
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STATEMENT OF KaTHy E. VESLEY, ACTING DIRECTOR, COMMONWEALTH OF VIRGINIA,
[DEFARTMENT FOR THE DEAF AND HARD oF HEARING, RicHMOND, VIRGINIA

As Acting Director of the Virginia Department for the Deaf and Hard of Hearing,
[ would like to take this opportunity to welcome you and the Congressional Subcom-
mittee on Assistive Technology to Richmond for your public hearing on the continu-
ation of funding under the Assistive Technology Act.

VDDHH has heen an active supporter of the activities of the Virginia Assistive
Technology System {VATS} through involvement with the advisory council of that
vifice. Further, the agency has been the beneficiary of funding through the VATS
grant process. | am pleased to report to you that more than 700 individuals have
received training through Project TAPE, a train-the-trainer program which provides
a comprehensive notebook on various assistive technologies available to improve the
quality of life of persons who are deaf or hard of hearing. This program has been
targeted to older Virginians who often experience frustration when everyday tools
of communication such as the television and telephone are no longer easily accessi-
ble. The package will be updated on regular intervals as an important component of
our Technology Programs.

In addition, VDDHH has recently received funding from VATS to conduct several
activities in conjunction with a legislatively mandated study on the barriers faced
by persons with sensory disabilities in emergency and law enforcement situations.
The department anticipates completing a survey of 911 and other emergency phone
services, developing a pocket handbook for emergency personnel, developing a best
practices guide, and implementing a consumer education plan to increase the
awareness of persons who are deaf, hard of hearing, or blind in emergency situa-
tions. In all cases, the availability of assistive technology will be a keystone to the
products developed.

VDDHH is committed to improving both the availability of and the awareness
about assistive technology for persons with sensory disabilities. This may only be
achieved through reauthorization of the Technology-Related Assistance for Individ-
uals with Disabilities Act of 1988. I urge you to continue your efforts to ensure this
reauthorization. Please let me know if | may be of further assistance.
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April 19, 1993

The Honorable Robert C, Scott
The Jackson Center

501 Nerth Second Streec
Richmond, Virginia 23219

Dear Congressman Scott:

On behalf of thousands of older Virginians who need and use
assistive technolegy, wWwe welcome you, Congressman Owens, and your
staff members to Richmond. Assistive technology is extremely
important for older people, as well as, younger people with
disabilities in mailntaining dignity, independence, and personal
autonomy .

Today the hearing is being attended by representatives of the
following area agencies on aging:

+ Jefferson Area Board for Aging, Ln<. -
Charlottesville
+ Peninsula Agency on Aging, Inc. =

Newport News

. Crater District Area Agency on Aging, Inc., -
Petersburg

. Capital Area agency oh Aging, Inc.
Richmond

Although your schedule may net permit timé for them to speak, I
want you and the subcommittees to know how vital the Tech act is in
the lives of all people with physical limitations. We urge you to
work hard for its reauthorization.

Thank you again for coming to Richmond, I will be glad to
provide the subcommittee with any additienal information you need
from the perspective of older persens,

sincerely,

ko & KFlrnol

Thelma E, Bland

TEB/me

Aot Feprenl <0 papeesrtanee Employer

FEUEPrlIL 6 204 3000
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April 23, 1993

The Honorable Robert C. Scott
The Jackson Canter

501 North Second Strest
Richmond VA 23219

Dear Congresaman Scott:

The Jefferson Area Board for Aging (JABAR), part of Virginia's
aging network, appreciates the way you and Congressman Cwens took
the time to hear the voices of professionals and o mer2 who need
and use assistive technology. This letter reiterates Department for the
Aging Commissioner Bland's smphasis on the need for enhanoed programs
and service to older Virginians,

To demonstrate the utility of home safety and assistive technology
of how our agency has been succeasful imple- menting programa through
the support of local government and private funding.

During the last six months, JABA served 103 older sdults through
"low-tech” Asxistive Technology devices and adjustments to
individuals' homes.

Demographically, 348 of the persona served were over the age of
80, while 33% were 71-80, The ability of these persons to move
about, as assessad by an 0.T., found 50% to be independent, and
40% could ambulate with the asaistance of a walker or a cane.

Finally, JRBA worked with its case managers and other program
staff to receive 368 of the referrals for the program. Other
smgnificant referral sources included 17 from Departments of
Social Services, 20% from Home Care/Hospice, and 5% from Housing
Improvement Programs.

These seniora needed very basic and inexpensive adjustments to
their homes. JABA suggests this investment be made to delay or even
prevent the expengive option of institutionalization.

A recent GRO Study has stated how programs like ours can keep

people at home and reduce home care costs. There is a need, however,
to axpand access to these low~cost, yet sssential services.

Celebrating 18 Years of Commurity Service nr the Elderty and Thar Familics
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Two potential solutions would be to allow Medicare Parta A & B to
fund these AT devices, to serve as follow through on the OT
environmental assesament that Medicars does fund. Also, Medicaid, a
budget which im still heavily burdened with the cost of institutional
care, could give the option to localities to purchase and install AT
devices through the community based waiver program.

These auggestions are even mors paramcunt after reviewing
testimony from Mary Somoza and the challenges her family faces with
disabled children. If an effort can be made to kesp our elderly out of
institutions, then these program dollara can be freed up to assist
persons of all ages in need of asxistive technology.

Sincergly,
_ /;?] i
S A

Gordon Walker
Executive Director

mn

pc: Comm. Thelma Bland
Chria Pruett, Director DMAS Community Waiver Program

FELEL RSON ARE Y BOARD TOR ALING
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‘t%’ THE IOWA PROGRAM FOR
I.’ ASSISTIVE TECHNOLOGY

Mav ?‘ 1993 Iowd Lntvesrsity Afatad) Frogian
A Lt vepraty P paled SR
leawets City bower SZar 1001

The Honorable Major Owens, Chairpersen

Toll froe  F BEX- 14 00

Subcommittee on Sefect Education Py s A
and Civil Rights . Venea IR 3Gh 4391
LS. House of Representatives AN 3197356 HyRA

O™Neil Building
Washingion, D.C. 20515

Re:  Reauthorization of P.L. 100-407, The Technology-Rejated Assistance for
Individuals with Disabilities Act of 1988, with special reference 1o enhancing
legal advocacy for persons who use assistive Technology

Dear Representative Owens:

We are honored and pleased to respend to your request for 2 review of the
issues that the fowa Program for Assistive Technology (JPAT) has considered in
determining the most effective ways to meet the needs for advocacy of lowans with
disabilities and their family members (consumers) for obtaininﬁ assistive technology
and assistive technology services. We believe that addressing these advocacy issues
are critically important to ensure that the tcchnolo% needs of lowa’s consumers are
met. Consequently, as [owa’s state grant program that is authorized by Title 1, P.L.
100-407, IPAT holds increasing such advocacy as one of its highest priorities. We
appreciate the opporiunity to describe the factors, which may or may not be ynique
1o our state, that affected our decision making in this regard,

The text that follows will begin with a description of the advocacy needs that
were initially identified by our Program, the advocacy needs that are presently being
addressed in the Program’s activities, and those needs that continue to require
resolution which relate primarily to legal advocacy. The second section will outline
the factors that were identified as important in determining the best resources
available to meet these unmet legal advocacy needs of consumers in lowa, The final
section summarizes the reasons our Program chose 1o utilize the resources at the
Legai Clinic at the University of Iowa College of Law as a ptimary vehicle for
meeting these unmet needs.

Advocacy Needed For Systems Change

Our Program is addressing two primary levels of advocacy that are essential
to accomplish "systems change™ to bring about a statewide consumer responsive
program of assistive technology services. One of these levels of advocacy calls for
working within the present dgu lic-private system of assistive technology services,
and the other leve! s putside that system.

Advocacy within the system is being generated to enhance the recognition of
state policy makers, state agencies, and service providers for needed change. Our
Program is working to establish that recognition, and the involved entities are

THE BOWA COUNCIL DN ASSETIVE TECHHCUOGY -
AssisToyg FOChnplogy Users ¢ lowo RERobillahon Mechnok-gy AHGNCE & 10w Cooihon h Panang wilh DEooRNas + 1owa Commeion of Parsods wiih Daggbwtias
QUi 3 PRI Coundil fod Deveionmentas Dsabaties » 0ot Sri0es C ommmasan o 10wa + 10w Trlphon Kitative + Cieatie Grrpdaprmen Opiions of \owe
icwd SEatE Axsoiohtn of Counbes s owa's figo EQucalion ARencias « 1owa Deparrmenr Iod M Bing
Bureau of Sl £QuC GHOn one Thegion O VOranonol RENaDAIFion pf t wo Dananmeant of Eacban

fowid Dagarmment of £196¢ Ao 4 ieed DDOTIENt of HUMON Saricet + 1owd DEpaiMant of Parsoncel + lowa Depaiment 0 Pubi: Heattn
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beginning o work o change the present service delivery system so ihat ie will be
respansive to the needs of consumers and, hence, bring to fruition the model
arniculated in the Technology Related Assistance for Individuals with Disabilities
Act (the Act).

The ather level of advocacy we are working to develop is that which must be
undertaken by consumers of assistive technology and their family members. These
consumers must not only advocate for their own technology needs, but they must
further advocate 10 become partners in shaping the new service sysiem. When
advocating for their own technology needs, consumers also must frequently decide
whether to pursue a review of a decision to deny funding for assistive technology
through an appeal process. These consumers and their family members often need
a legal advocate 1o help them successfully pursue such an appeal.

Advocacy Needs Being Addressed in Ongoing Activities

Our Program has ongoing activities that are des}gned 10 meet the advocacy
needs described above. Advocacy within the sysiem is facilitated through formal
training and information distribution to service providers and state agency

rsonnel. These activities are designed and conducted in consultation with six

ork Groups thal deal with the areas of funding, awareness, training, service
delivery, transportation and environmental access, Each work group is comprised of
consumers, service providers, representatives from state agencies, and other
appropriate entities {e,;, representatives from third party payers on the Fundi

'ork Group). The Towa Council for Assistive Technology (ICAT), [PAT s advisory
board, is comprised of consumers, family members, re{)resematives of advocacy
E;‘(())ups. service providers, and state agency directors. ICAT provides oversight of

gram activities and the deveiopment of a state plan for assistive technology

services. Also, that Council provides a forum for consumers, advocacy groups, and
state agency heads to discuss critical issues needed to formulate new policies,
procedures, and practices. The consumer membership of the Work Groups and
Council promotes their advocacy throughout all aspects of the Program’s activities.

Increasing the expertise of consumers and family members in advocaling for
assistive lechnology has become a focus area of our Program’s activities. This focus
is due 10 our determining that, philosophically, informes and empowered consumers
ensure ongoing systems change and, pragmatically, many consumers in lowa lack
effective advocacy skills.!

Consumer training (for consumers of assistive technology and their family
members) has been developed in the areas of self-advocacy, funding, and
“consumerism”. A consumer consultant has worked on developing each trainin
module. The training modules are complimentary. The self-advocacy training is

I The fowa Program for Assistive Technology commissioned a study of acquisition barriers for lowans
in obtaining assistive technology. ‘Consumers involved in the study reported that they were unable 10
articulate their wechnology needs in an efective manner to programs and agencies. Sce, Institute for
Social and Ecosomic Development, *Acquisition Barriers: Assistive Technology and lowans with
Drisabilities®, pp. 39-40, 1992, available upon request.
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designed to huild skiils in independent decision making and articulation of
technology needs. The training relative 10 acquiring funding provides information
and techniques for approaching agencies in obtaining funding for purchase of
assistive technology and assistive technology services. The consumer training also
provides information about consumer rights and responsibilities when purchasing
equipment, equipment warranties, and equipment maintenance.

[PAT has sponsored Consumer Forums in six Jowa communities during each
of its first three years of programming, and nine of these Consumer Forums wall be
conducted in each of the nexu two years. Local consumer grot:fs in each community
cosponsor the Forums, which are open 10 the public, and decide the format and
theme. Before each Forum, our consumer consultant travels to the Forum site and
trains local area consumers to provide the training modules 1o be conducted. This
"train the trainer” mode] works to give consumers greater access to information and
Eromoles the concept of consumers as experts relative to their needs. IPAT also

elps to provide state and regional speakers for the Forums, such as regional
consultants on issues related to the Americans With Disabilities Act and an Iowa
Assistant Attorney General 10 speak on consumer protection issues.

Consumer training will expand over the next two years. This expansion will
be initiated by a statewide training and leadership conference. This conference, to
be held in October of this year, will be the first in Iowa to be planned by consumers
with nationally tecognized consumer speakers and with most conference presenters
being consumers. IPAT has received support from advocacy groups, a%eencies. and
other Franl programs for this conference. Consumers and family members
identified as advocacy leaders by groups such as Iowa Governor's Planning Council
for Developmental Disabilities, the lowa Protection and Advocacy, the lowa
Creative Employment Options, and the lowa Transition Initiative will be invited to
participate in the conference.

The training presented at this conference will increase the expertise of our
resent consumer traine rs with respect to assistive technology issues and advocacy.
t will also increase the number of trainers and peer advocates available in local
areas of the state. Most importantly, this conference will serve to demonstrate to
consumers throughout Iowa their role in bringing about the needed systems change.

Also, IPAT will begin a new training prograin this year aimed at reachi
members of minority groups who have disabilities. It is also a "train the traine
model, designed to train members of minority communities about assistive
technology and advocacy issues. These "trainers” wili then be assisted in providing
training in their local communities.

Unmet Legal Advocacy Needs

The study described above in Footnote 1 also identified rwo related barriers
faced by consumers in Iowa. The first barrier is the lack of expertise on the part of
consumers io effectively challenge decisions which deny funding for assistive
technology by going through an appeal process. The second is to find effective legal
representation in the state relative to assistive technology issues. Finding effective
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legal advocacy can be particularly difficult for the underserved populations? in our
state. In addition, effective advocacy representation would eliminate the burden on
consumers and their families to have the requisite skills necessary to successfully
navigate the appeal process.

Factors in Determining How to Meet Needs for Legal Advocacy

It has become apparent that our Program must work to increase the
availability of expert legal advocacy for consumers. In determining how to proceed
io effect that increase, we considered the following issues: 1) serving all lowa
consumers of assistive technology, including the identified underserved populations
of elderly (including the frail elderly), farmers with disabilities. and minoriry grouﬁs;
2) serving lowa consumers in a matter that promotes the system change philosophy
of the Act and our Program; and 3) increasing consumer choice through self-
determination.

Among the options considered were contracting with the lowa Protection
and Advocacy AFency, the Law Clinic at Prake University, and the Legal Clinic at
the University ot lowa College of Law to provide the needed legal services (o
consumers. Our Program decided 1o contract with the entity tha expressed the
strongest desire to work with us and that could best meet the above criteria in
providing legal advocacy. The program at Drake University has not expressed
sufficiently strong interest.

1. Underserved Populations

The population profile of lowa shows a state with an ever increasing aging
population. Iowa leads the nation in the proportion of "frail elderly” - that portion
of the aging population most in need of assistive technology 1o remain independent,
This population as a whole is not served by the Protection and Advocacy Agency in
our state. Towa Protection and Advocacy has been limited to issues arising from an
individual’s developmental disability or mental illness.3

2 lowa has a large proportion of its population who are clderly and, in particular, “frail* elderly (i.c.,
those mast in need of assistive technology). In a 1991, [PAT wndertook a needs asscssment of the
elderly population in lows, 18% of the community dwelling ebderly, (i.e., nonfarm residents),
interviewed indicaled they had at Jeast one activity of daily living that they could oot pecform without
assistapce. Over half of those did not have assistive technology, but rather relied on another individual
{0 help them perform that daily living task. The elderly have been identificd as ane population
"underse with respect (o assistive technology in lowa.

Two other populations have becn targeted as underserved because of lack of access to these services,
lowa, like other farming states, has a substantial oumber of farmers and farm f2mily members who
become disabled in farming accidents each year. The lack of services in rural areas and the "vradition”
of not secking outside assistance contribuies Lo the underutilizalion of assistive technology by this

oup.
The third underserved population are the minority groups in lowa - Adrican-American, Hispaic,

Latu;n, Agian Americans, and especially Native Ameticans. Because these groups are underserved by

medical and bealth professionals, they are most likely underserved with respect to assistive 1echnology.

3 "lowa Protection and Advocacy News®, Vol. 6, No. 3, Fall, 1992, p. 6,
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Similarly, farmers who become disabled as a result of farming accidents have
not been served by lowa's Protection and Advocacy Agency unless they also have a
developmental disability ot mental iilness. The same 15 true for members of
minority fmups with disabilities - the disability must be a developmental disability
or mental illness in order 1o have received services from Protection and Advocacy.

Since the Protection and Advocacz Agency in lowa does not have a mandate
1o serve these populations, and doing so has not been within its priorities, the
Agency does not have experience in working with them. More impottantly, the
likelibood of the Agency being able to provide services to these populations after
our Program terminaies seems minimal. As described below, our Program has
mainained that activities it supports must show strong potential for continuing after
our grant expires. Otherwise, we will not be fulfilling our obligation to effect
permanent systems change.

The Legal Clinic at the University of lowa College of Law* received a grant
in 1987 to fund a Farm Law Project to address the agricultural crisis then occurrin
in the state. The Clinic received external financial support to fund the proﬂ:ct unti
1992, Despite the loss of external funds, the Clinic is continuing its Farm Law
Praject in part because of a recognition that legal assistance to tamily farm
operations is a permanent need i the state. Therefore, not only does the Clinic
have experience and credibility in the rural communities in lowa, it has the potential
to continue programs after the end of a grant period.

The Clinic also has received grants from the lowa Office of Elder Affairs to
fund an Elder Law Project, In addition, the Clinic has had close ties with the Tama
Indian legal services project’ and the faculty at the Coliege of Law includes two
leading Native American Law experts, Robert Clinton and S. James Anaya.

2. Systems Change

Another factor considered by our Program was the likelihood of ongoing
systems change resulting from the way in which legal advocacy services were
contracted, Providing services through the Law C%ianjc ensures that law students will
receive training in representing individuals with disabilities to obtain assistive
technology.® This was a very important consideration. Increasing the potential pool

4 The Clinical Law Program al the University of lowa College of Law has grown considerahly from
1wo facully members st an in-house live client Prisoner Assistance Clinic ip 1972, It is curreatly
staffed by seven {ull time clinical faculty, and the Clinic has taken on scveral individual projects, such as
the Civil Litigation Project, which for several years included funding from the Iowa Protection and
Advocacy Agency, the Farm Law Project, Administrative Law Project, Aids Project, Immigration Law
S-);ect. Elder Law Project, and Criminal Defense Project. The Clinic is now organized more like a

ingle law firm, with depaniments such as civil rights and liberties, employment, general civil, criminal
defcnse, wills and Iusts, family law and so forth. Faculty members work in their areas of expertise and
interest.

Between 100 and 120 students eoroll in the Clinical Law Program a ytar (fall, spring and summer
semesters). The Clinic has kitigated all levels of cases - administrative hearings, state district, appellate,
and supreme court, federal disiricy, appetlate and United States Supreme Court.

5 Professor Clinton supervised clinical students who participated in the Tama project to provide legal
services to members of the Tama tribe.
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of attorneys willing and able 10 represent persons with disabilities facilitates their
ongoing access to the legal system,

As mentioned above, the Clinic has demonstrated the ability o continue the
representation of underserved populations after the expiration of grant fundi nﬁ;
?hon term funding of services creates expectations which cannot be met over the
ong term.

3. Consumer Choice

The process of educating law students in this area of advocacy creates the
potential for more legal advocates available statewide to represent persons with
disabilities. This representation can occur whether these students will choose o
work in the public interest sector or in the private secior. The [owa Bar has an
active volunteer [awyer project where private attorneys provide pro bono legal
services. Hence, all consumers are likely to have available these services in future
years,

) The increased availability of legal advocates creates more chaices for persons
with disabilities. Consumer choice is a fundamental part of a consumer responsive
system of services, Consumer choice also creales greater independence for persons
with disabilities and their families.

Summary

The lowa Program for Assistive Technology determined that, based on the
factors described above, that contracting with the Legal Clinic of the University of
Iowa College of Law for legal advocacy was in the best interests of consumers in
lowa who need ICLEBJ advocacy in their quest for assistive technology. That is, it was
determined that the Legal Clinic had more experience and expertise in representing
the populations in Iowa that are underserved relative to assistive technolo;
services, and the opportunity for educating law students in this area of the law
promoies ongoing systems change. The {_egal Clinic has demonstrated an ability to
continue representation of underserved populations when external funding of a
project has e;pired. which also will provide an onf()i source of assistance to lowa’s
consumers. Finally, increasing the availability of legal advocates through law school
training increases consumer choice and independence,

6 The Legal Clinic and the Iowa Protection and Advocacy Agency have a close ongoing relationship.
Tows Protection and Advocacy contracted for the services of Carroll Lucht, the director of the Civil
Litigation Clinic, for many years. Prolessor Luchi left Iowa for a position at the Yale Law School
Clinic. Since his departure the two entities have a relationship which provides space at the Clinic for
one of ibe two Protection & Advocacy atlorneys. One clinic student pes semester can work in an
externship with the Protection & Advocacy attorney,

The clinical professor who will direct this project, John Allcn, is able 10 supervise several students per
semester for the contracted Assistive Technology Project.




145

Recommendations

We ure aware of the issues, and consideralions being given, 10 ensure that
the state grants that are authorized by Title [, P.L. 100-407, appropriately fulfit} their
respunsibility for increasing consumer advocacy relative to assistive technology and
assistive 1echnology services. We can suppori a rcqtl;lil'ement that the state grants
must undertake such activilies in changes 1hat may be made upon the law's
reauthorization,

However, a major reason for the success we are realizing here in lowa to
enhance the development of a consumer responsive statewide assistive technolo
service system is the flexibility provided by the current statute, That is, Title T of the
Technology-Related Assistance 10 Individuals with Disabilities Act of 1988 permits
exceptiona) flexibility in the manner with which each state can work 1o achieve
needed goals. Therefore, we strongly recommend that this flexibility be retained by
not requiring the state grant programs (o meet a specific need in a specified manner,
including the manner in which consumer advocacy is to be enhanced. Doing so may
require a state (o proceed in ways that are not optimum due to the contingencies
within that state.

Again, we deeply appreciale having had the opportunity 1o provide you with
the abuve information and considerations, We will be pleased to réspond o any
COmMents or Juestions you may have.

Sincerely )f%
Mary guigley. .I.g.

Program

pecialist

ames C. Hardy, Ph.D. f
Director



